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Foreword

Enormous changes in the macro- and micro-systems of psychology and education 
have led to a more sophisticated and positive regard in the understanding and treat-
ment of persons with intellectual and developmental disabilities (IDD). Most of 
these changes have resulted in longer and more productive lives for adults with 
IDD, for their families, and for the men and women who care for them and teach 
them in their schools, their places of employment, and their homes. This book (here-
after referred to as Decision Making) is a reflection of the progress that the changes 
have propelled as well as a testimony to the scientific and policy advances that we 
are likely to see in the future.

The editors of Decision Making, Drs. Ishita Khemka and Linda Hickson, are 
uniquely qualified to have overseen its creation. Dr. Hickson spent most of her 
career at Teachers College, Columbia University (TC), as a professor, a researcher, 
and an administrator. Dr. Khemka, currently Associate Professor and Program 
Coordinator of Special Education at St. John’s University, was a graduate student at 
TC and collaborated with Dr. Hickson, first as a mentee and, subsequently and cur-
rently, as a partner. Together they developed the Pathways Model of Decision 
Processing (updated in chapter “Theoretical Perspectives on Decision Making” by 
Khemka) to guide decision-making research and practice for individuals with IDD 
and created evidence-based curricula—PEER-DM and ESCAPE-DD—to teach 
adolescents and adults decision making–based strategies for abuse prevention. 
Decision Making documents that work and its impact but expands substantially into 
related and relevant topics. Authors are a Who’s Who of scientists and educators 
who have made and continue to make groundbreaking contributions to decision 
making by persons with IDD. They are respected leaders in their fields, with reputa-
tions that signify the influence that they have had. As one example of their impact, 
six authors of seven chapters in this book overlap with ones who have written chap-
ters in the recently published two-volume American Psychological Association 
Handbook of Intellectual and Developmental Disabilities (Glidden, 2021).

The contents of Decision Making are wide-ranging and thorough, with a broad 
scope in theory, research, and practice. Its focus includes not only programs from 
the USA, but authors who bring perspectives from six other countries—Australia, 
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Canada, Japan, the Netherlands, Switzerland, and the UK—thus providing an inter-
national vision. Decision Making is appropriately organized into five parts, with 
chapters divided approximately equally among them. Foundations and theory are 
emphasized in the first two parts, whereas chapters on applications and practices 
dominate in the subsequent three parts. Authors end chapters with summary sec-
tions that provide conclusions and suggestions for future directions, a format that is 
useful for the reader who can quickly capture the main themes and return for a more 
thorough reading as time and interest permits.

The readership audience for this book will be wide-ranging and will likely 
include psychologists, special education teachers and administrators, social work-
ers, lawyers and judges, police personnel, health professionals, and, of course, par-
ents and other family members who care for and about their relatives with IDD. Parts 
and chapters will be differentially relevant to readers, depending on their back-
grounds and interests. For example, Decision Making and Culturally Diverse 
Individuals with IDD and their Families: A Call for Research is likely to be of inter-
est to most readers. In this chapter, Vanegas, Magaña, Zeng, and Pavon propose a 
socio-ecological model of decision making in culturally diverse individuals with 
IDD, building on the Bronfenbrenner (1977) social-ecological model, but including 
a variable of culture that exists in the intersection of the micro-, meso-, and macro- 
systems. The increasing diversity of the American population as well as those of 
European countries ensures that this chapter is not only highly relevant now, but 
likely will continue to be for at least the next decade.

In addition to its attention to cultural diversity, Decision Making also addresses 
the diversity of etiology and functioning. In Part II, individual chapters focus on 
persons with IDD with different causation and characteristics. For example, 
Goscicki, Josol, Fisher, Dykens, and Hodapp describe a general decision-making 
model and illustrate etiological differences among individuals with Williams, 
Prader-Willi, and Down syndrome, based on the clusters of features associated with 
each of these etiologies. Focusing on syndrome-specific characteristics, the authors 
note that individuals with Williams syndrome tend to be hypersocial and may be 
vulnerable to maltreatment by others with intention to harm (also addressed in 
chapter “Decision Making and Vulnerability to Maltreatment” in Part IV by Hickson 
and Khemka). Parts III, Profiles of Decision Making, and IV, Applications of 
Decision Making, are likely to be of particular interest to families. They contain 
chapters with a focus on specific ages and stages, such as adolescence and transition 
to adulthood, and also on particular types of decision making such as financial. For 
example, in the Murphy and Clare chapter on financial decision making, the authors 
carefully describe the research by Suto and colleagues (e.g., Suto et al., 2007) dem-
onstrating poorer financial decision making among participants with ID in compari-
son to those without ID.  Despite these differences, both groups showed similar 
patterns of performance, and it was recommended that more practice in financial 
decision making was essential for improvement regardless of intellectual ability or 
disability. Parts III and IV also focus on group and individual differences including 
different disability diagnoses such as autism and ADHD, and different types of deci-
sion making such as social functioning (chapter “Social Functioning and Decision 
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Making: From Group to Individual Differences Across the Autism Spectrum”—
Levin, Gaeth, Levin, & Chen) and cognitive, emotional, and moral decision making 
(chapter “Cognitive, Emotional, and Moral Decision Making in Adolescents and 
Adults with ASD”—Komeda)

The necessity of practice and both behavioral and strategy-based interventions 
are a focus in Parts IV, Applications of Decision Making and V, Positive Psychology 
Interventions for Decision Making. In these parts, authors describe multiple 
approaches and emphasize the necessity of both strategic intervention and practice. 
For example, in chapter “From Social Vulnerability Assessment to Active Prevention 
Measures: A decision-making Perspective”, Petipierre and Tabin explain their mod-
ifications of the Hickson/Khemka ESCAPE-DD program for French-speaking 
Swiss participants. This active prevention strategy embodies the importance of indi-
vidual knowledge and responsibility that are essential for self-protection and, ulti-
mately, successful independent living.

Decision-making strategies must be learned, and although some may be acquired 
in the natural environment, others must be explicitly taught. Techniques used in 
teaching decision making strategies are varied, but behavioral methods play a major 
role, as described by Uher, Josol, and Fisher in chapter “Behavioral Approaches to 
Teaching decision-making to Individuals with IDD”. They describe the power of 
these methods in a focus on high-risk decision-making situations involving social 
victimization—including bullying, sexual assault, and abduction—all of which per-
sons with IDD are more likely to experience than those without disabilities. 
Instruction, modeling, rehearsal, and feedback are useful techniques, and an in situ 
assessment to maximize generalization skills can solidify the training, leading to a 
reduction in the likelihood that persons with IDD will be victimized.

In the final chapter “Decision Making and IDD: Future Directions for Research 
and Practice”, Khemka summarizes the current status of decision making and IDD, 
and is optimistic about the greater autonomy that it has promoted, an autonomy that 
is likely to remain a goal for persons with IDD. I heartily agree and, furthermore, 
believe that this book will be part of the impetus that propels it and therefore an 
important contribution to the IDD field. The publisher—Springer—and the Positive 
Psychology Series editors—Michael Wehmeyer and Karrie Shogren (also chapter 
authors)—are to be congratulated for yet another volume that is likely to be widely 
read and to motivate programmatic change important for persons with IDD and 
those who live and work with them.

American Psychological Association Laraine Masters Glidden 
St. Mary’s City, MD, USA
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Preface

As part of Springer’s series on positive psychology, this book on research and prac-
tice in decision making by individuals with intellectual and developmental disabili-
ties (IDD) focuses on strengths-based approaches. For many years, IDD was viewed 
through the lens of a medical model, with an emphasis on finding cures and reme-
diating deficits to address problems that were assumed to reside in the individual 
(see Hickson et  al., 1995 for this history). However, the current convergence of 
movements such as person-centered planning, self-determination, quality of life, 
and positive psychology has inspired a widespread shift to a social-ecological model 
of IDD. This model was adopted by the American Association on Intellectual and 
Developmental Disabilities in 1992 (then the American Association on Mental 
Retardation) (Luckasson et al., 1992). The social-ecological model views IDD as a 
mismatch between the capabilities of the individual and the demands of their envi-
ronment which can be ameliorated by systems of supports targeted to build upon a 
person’s strengths to improve the person-environment fit. Because decision making 
plays a pivotal role in all aspects of life, increasing the decision-making capacity 
and/or opportunities of a person with IDD can have a profound impact on their qual-
ity of life. Seligman (1998), an early advocate of positive psychology, defined its 
mission as “to measure, understand and then build the human strengths and the civic 
virtues” (p. 2). Seligman and Csikszentmihalyi (2000) pointed to the centrality of 
decision making and viewed people “as decision-makers, with choices, preferences, 
and the possibility of becoming masterful, efficacious…” (p. 8).

Decision making is closely related to the construct of problem solving. Wehmeyer 
and Shogren (2017, p. 217) have defined problem solving as a “task, activity, or 
situation for which a solution is not immediately identified, known, or obtainable.” 
According to Bransford and Stein (1993, p. 7), “a problem exists when there is a 
discrepancy between an initial state and a goal state, and there is no ready-made 
solution for the problem solver.” Although there are many disparate definitions of 
these terms, we see problem solving as differing from decision making in that “deci-
sion-making tasks typically lack a clearly defined goal state and rules on how to 
proceed” (Hickson & Khemka, 2013, p. 201), making decision making more open 
ended than problem solving. According to dual process theories (e.g., Kahneman, 
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2011; Stanovich, 1999, 2010), decision making may involve either a rapid, auto-
matic intuitive process or a slower, effortful deliberative process, encompassing 
multiple steps, such as: (1) framing the problem, (2) identifying alternatives, (3) 
evaluating possible consequences, and (4) selecting a course of action (Hickson & 
Khemka, 2013).

The terms choice and decision making are often used interchangeably, but we 
believe that it is important to highlight a key difference between the terms as they 
are typically used. Decision making almost always involves the generation of pos-
sible alternatives, while choice (more akin to preference) typically implies selecting 
among given alternatives. Decision making is sometimes considered a social skill, 
albeit a complex one consisting of multiple components. Finally, decision making is 
often listed as a necessary component of self-determination, which has been defined 
as having causal agency in one’s life (Wehmeyer & Little, 2013).

The term intellectual and developmental disabilities in the title of this book is 
used in its most inclusive sense. It includes individuals with intellectual disability 
(ID), defined by the American Association on Intellectual and Developmental 
Disabilities as “significant limitations both in intellectual functioning (IQ of approx-
imately 70 or below) and adaptive behavior as expressed in conceptual, social, and 
practical adaptive skills, and origination during the developmental period” (Schalock 
et al., 2021, p.23). The overlapping condition of developmental disabilities (DD) is 
defined as a “severe, chronic disability manifested before age 22 resulting from 
mental and/or physical impairments which are likely to continue indefinitely” 
(Anderson et  al., 2019, p.  423). For an updated discussion of these terms, see 
Schalock and Luckasson (2021). Also included under the IDD definition is autism 
spectrum disorder (ASD), which is defined as consisting of persistent deficits in 
social communication and social interaction and restricted, repetitive patterns of 
behavior that emerge during the early developmental period (American Psychiatric 
Association, 2013).

Although most of the chapters in this book address decision making by individu-
als whose disabilities clearly fall under the IDD umbrella, a few chapters draw upon 
relevant work with individuals with closely related conditions that often co-occur 
with IDD, such as anxiety and attention deficit hyperactivity disorder (ADHD). 
Elevated rates of anxiety and other mental disorders are frequently reported in indi-
viduals with IDD (e.g., Einfeld et al., 2011). ADHD is a neurodevelopmental disor-
der, involving difficulties with planning and attention that have been associated with 
distinct patterns of decision making (e.g., Evans, 2003, 2008). It has been estimated 
that from 30% to 50% of individuals with ASD show ADHD symptoms and two 
thirds of individuals with ADHD have features of ASD and that both frequently co- 
occur with ID (e.g., Leitner, 2014; Miyasaka et al., 2018). Both groups typically 
share deficits in executive function, which affects the ability to organize thoughts 
and activities (Craig et al., 2016). We also consider the role of specific etiologies 
associated with IDD (e.g., Down syndrome, Williams syndrome, Prader-Willi syn-
drome) wherever there is relevant research pertaining to decision making.

The primary focus of this book is on adolescents and adults, who to date have 
been the participants in most of the existing research on decision making involving 
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individuals with IDD and related disabilities. However, available information on 
decision making by children has been included in some chapters when it has impli-
cations for the later life stages.

In recruiting chapter authors for this book, we cast a broad net, not only geo-
graphically, with authors from all over the world, but conceptually including diverse 
populations as well as definitions and approaches to the study of decision making. 
Our own work has been focused on independent decision making in interpersonal 
situations in a variety of contexts, including interactions with strangers as well as 
interactions with family members, peers, and intimate partners—often in situations 
with a risk of abuse or victimization (e.g., Khemka et al., 2005, 2016). The scope of 
this book, however, is much more expansive, drawing upon international research 
that includes decision making in time-sensitive emergency situations and personal 
decisions in multiple domains. The book also addresses decision making in the 
context of a variety of laboratory decision-making tasks designed to reveal various 
aspects of the decision processes in relation to individual differences and IDD.

In addition to independent decision making, several chapter authors discuss 
aspects of supported and/or shared decision making where supports are provided by 
trusted friends, family members, or others to augment the decision-making capabili-
ties of individuals with IDD, often in situations with serious consequences. A com-
mitment to the implementation of the United Nations Convention on the Rights of 
Persons with Disabilities (CRPD) has provided a strong basis for replacing old 
models of guardianship/conservatorship, in the case of individuals deemed to have 
limited decision-making capacity, and replacing them with a self-determined deci-
sion making model where the self is the primary decision-maker—especially for 
health-care and other major life decisions. Providing individuals with disabilities 
with opportunities for supported decision making, as opposed to substituted deci-
sion making, or guardianship, is a key mandate of the CRPD, which was adopted in 
2006. The CRPD came into force in 2008, with 119 nations ratifying and 153 addi-
tional nations signing it and committing to implementing all of its provisions 
(Werner, 2012). As of 2019, 177 countries had ratified (Szmukler, 2019). Even for 
countries that did not ratify or sign it (including the United States), the CRPD has 
set an international standard for the human rights of people with IDD, as well as 
increasing international interest in the study of decision making.

Article 12 of the CRPD bestows all persons with disabilities (and mental disor-
ders) with the right to legal capacity, which provides them with a legal right to 
experience equal human dignity and the freedom to make their own decisions in all 
domains of life. By adopting a social model of disability, the CRPD obligates par-
ticipating societies to provide the highest level of accommodations and appropriate 
supports, as needed, to facilitate a person’s legal right to autonomously express her/
his will and preferences.

In keeping with the legal and mental capacity directives of the CRPD for indi-
viduals with IDD, our own focus, and that of this book, has been to promote research 
and practice aimed at expanding opportunities for decision making and developing 
evidence-based strategies for improving the independent decision-making compe-
tencies needed for the effective and independent decision-making participation of 
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all individuals with IDD. The chapters included in this book address this priority 
from multiple perspectives and allow for a wide-ranging discussion for how best to 
meet the directives set forward in the CRPD.

The purpose of Decision Making by Individuals with Intellectual and 
Developmental Disabilities: Integrating Research into Practice is to stimulate an 
exchange of ideas and thoughtful consideration of various aspects of decision mak-
ing among researchers and practitioners from across the globe in the interest of 
ultimately expanding meaningful resources for individuals with IDD. The chapters 
of the book are organized into five parts.

The focus of Part I is on Opportunities and Supports for Decision Making. The 
emphasis of these five chapters is upon expanding the rights and opportunities for 
individuals with IDD to make their own decisions. Wehmeyer (chapter “Decision 
Making and Self- Determination”) situates decision making within the over-arch-
ing framework of self-determination. Shogren et al. (chapter “Supported Decision-
Making”) explicate and advocate for supported decision-making as a replacement 
for substituted decision making in the form of guardianship. Sullivan et al. (chap-
ter “Promoting Decision-Making Capabilities in the Healthcare of Adults with 
Intellectual and Developmental Disabilities: Ethics and Practice”) discuss the 
applications of supported decision-making for healthcare decisions by individuals 
with IDD. The fourth chapter, by Bigby and Douglas (chapter “Examining the 
Complexities of Support for Decision-Making Practice”), examines the complexi-
ties of providing decision support for individuals with IDD. The final chapter in 
Part I, by Burke et al. (chapter “Parent and Sibling Roles in Decision Making with 
Individuals with Intellectual and Developmental Disabilities”), examines the roles 
of family members as decision-making supporters of individuals with IDD.

The five chapters in Part II examine a variety of Influences and Considerations 
in Decision Making. Khemka (chapter “Theoretical Perspectives on Decision 
Making”) begins this part with a broad review of theoretical perspectives on deci-
sion making, based on research with individuals without IDD, as a context for pre-
senting an updated version of the Pathways Model of Decision Processing. A chapter 
by Goscicki et  al. (chapter “Etiology and Decision Making: Considerations and 
Implications”) examines considerations and implications of etiology for decision 
making. A chapter by Adams and Malone (chapter “The Impact of Anxiety on 
Decision Making in Individuals with Intellectual and Developmental Disabilities or 
a Diagnosis on the Autism Spectrum”) focuses on the role of anxiety in decision 
making, and one by Bexkens and Mueller (chapter “Affective Decision Making and 
Peer Influence in Youth with Intellectual Disability”) focuses on affective decisions 
and peer influence in youth with ID. The role of cultural diversity in decision mak-
ing by individuals with IDD and their families is considered by Vanegas et al. in the 
final chapter of Part II (chapter “Decision Making and Culturally Diverse Individuals 
with IDD and Their Families: A Call for Research”).

The five chapters in Part III, Profiles of Decision Making, present profiles of the 
decision-making patterns of various subgroups of individuals with IDD. This part 
begins with an overview by Khemka (chapter “Understanding Decision Making and 
Intellectual and Developmental Disabilities”) of some of the patterns and processes 
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that characterize the decision making of individuals across the range of IDD disor-
ders. This overview is followed by a chapter on a common sense model of decision 
making by individuals with ID by Greenspan (chapter “Common Sense in Persons 
with Intellectual Disabilities: The Challenge of Deciding to Say No to Social 
Manipulation”) and one on judgment and decision making in individuals with 
ADHD by Lyon et  al. (chapter “Judgment and Decision-Making Paradigms in 
Adolescents and Adults with ADHD and Associations with Cognitive Abilities”). 
Chapters “Social Functioning and Decision Making: From Group to Individual 
Differences Across the Autism Spectrum” (Levin et al.) and “Cognitive, Emotional, 
and Moral Decision Making in Adolescents and Adults with ASD” (Komeda) focus 
on patterns of decision making as they relate to group and individual differ-
ences in ASD.

Part IV, Applications of Decision Making, includes four chapters that focus on 
applications of decision making in real-life contexts. The chapters include decision 
making during transition planning by Mello and Sanderson (chapter “Decision 
Making During Transition to Adulthood”) and a chapter on financial decision mak-
ing by Murphy and Clare (chapter “Financial Decision Making and People with 
Intellectual Disabilities”). Also explored in this part is the role of decision making 
in vulnerability to maltreatment by Hickson and Khemka (chapter “Decision 
Making and Vulnerability to Maltreatment”) and one on decision making by indi-
viduals with IDD in criminal justice situations by Clare and Murphy (chapter 
“Criminal Justice Decisions and People with Intellectual Disabilities”).

The three chapters in Part V explore the potential of Positive Psychology 
Interventions for Decision Making. These chapters examine the effectiveness of 
decision making–based interventions designed to reduce the social vulnerability of 
adolescents and/or adults with IDD through strengths-based approaches. The effi-
cacy of these interventions is assessed using rigorous approaches that include 
Behavioral Skills Training (BST) and randomized controlled designs. A chapter by 
Petitpierre and Tabin (chapter “From Social Vulnerability Assessment to Active 
Prevention Measures: A Decision-Making Perspective”) explores issues in assess-
ing vulnerability and active prevention of victimization. Uher et  al. (chapter 
“Behavioral Approaches to Teaching Decision Making to Individuals with IDD”) 
explore the potential of BST to increase the safety skills of individuals with 
IDD. Khemka and Hickson examine the effectiveness of strategy-based decision-
making interventions in the final chapter (chapter “Strategy- Based Interventions for 
Effective Interpersonal Decision Making”).

Part VI, New Directions in Decision-Making Research, contains a final chapter 
by Khemka (chapter “Decision Making and IDD: Future Directions for Research 
and Practice”) in which she pulls together common themes of the chapters and their 
implications for research and practice. She expresses optimism and enthusiasm for 
the future of research in the positive psychology of decision making and IDD.

New York, NY, USA Linda Hickson
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Chapter 1
Decision Making and Self-Determination

Michael L. Wehmeyer

 Introduction

Over the course of this book, readers will have the opportunity to learn about defini-
tions and theories of decision making, applications of decision making in the dis-
ability context, and strategies to promote the decision-making skills of people with 
intellectual and developmental disabilities (IDD). The intent of this chapter is to 
provide a frame for thinking about decision making within a broader psychological 
construct, self-determination, in which decision making plays a critical role. This, 
in turn, can provide a theoretical umbrella within which to “design interventions to 
enable people with IDD to acquire a repertoire of effective decision-making skills” 
(Khemka & Hickson, 2017, p. 146)

Of course, there are many models of decision making or, as Khemka and Hickson 
position it in their chapters in this book, multiple pathways. Different skills and 
abilities may come into play depending upon the context or the type of decision to 
be made. Some decision-making models emphasize stepwise approaches that incor-
porate problem-solving and means-end thinking. Researchers in motivational psy-
chology have defined-decisions as “goal-directed behavior made by the individual 
in response to a certain need, with the intention of satisfying the motive that the 
need occasions” (Jabes, 1978, p. 86). It is evident, then, that any overarching frame-
work within which to situate decision making must be broad and able to encompass 
a wide array of types of decisions and decision-making circumstances. Research on 
the self-determination construct fits these requirements and has been applied exten-
sively in the disability context, thus providing a useful overarching theoretical per-
spective within which to situate decision making for the purposes of this chapter.
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 Theories of Self-Determination

The first use of the term “self-determination” was by the seventeenth-century 
English philosopher John Locke (1690)  in his Essay Concerning Human 
Understanding. Essentially, Locke proposed that human thought and action were 
caused by processes internal to the person (e.g., thought, reflection) rather than 
being imposed, externally. Thus, self-determination (or self-determinism) has its 
roots in the philosophical doctrine of determinism, which suggests that all action, 
including human behavior and actions, are effects of preceding causes (Wehmeyer 
et  al., 2017). Based upon an early work in psychology by personality (Angyal, 
1941) and motivational (Deci, 1980; Deci & Ryan, 1985) psychologists, Wehmeyer 
(1992) proposed that to develop interventions to promote self-determination, it was 
useful to think of being self-determined as acting as a causal agent, that is, making 
or causing things to happen in one’s life.

 Self-Determination Theory

The earliest applications of the self-determination construct to psychology emerged 
in personality psychology and then in theoretical formulations of intrinsic motiva-
tion. In an early personality psychology text, Angyal (1941) proposed that a central 
feature of the science of personality was the study of two essential determinants of  
or causes of human behavior: “autonomous-determinism” (or self-determined or 
self-caused action) and “heteronomous-determinism” (other-determined or other- 
caused action) (p. 21). Early motivational and cognitive psychologists incorporated 
elements of determinism and self-determination into theories of intrinsic motivation 
(White, 1959; effectance motivation), personal causation (DeCharms, 1959), and 
locus of causality (Heider, 1958). Particularly, DeCharms (1959) noted that people 
strive “to be a causal agent, to be the primary locus of causation for, or origin 
of…behavior” (p. 269).

The most visible role for self-determination in motivation psychology has been 
set forth in the work of Edward Deci and Richard Ryan (Ryan & Deci, 2000, 2017) 
on self- determination theory (SDT), which is “an empirically based, organismic 
theory of human behavior and personality development” (Ryan & Deci, 2017, p. 3). 
The theory focuses on identifying “factors, both intrinsic to individual development 
and within social contexts, that facilitate vitality, motivation, social integration, and 
well-being…” (p. 3).

Consistent with the theoretical formulations of Angyal, DeCharms, and White on 
which it was built, SDT presumes that “humans are active organisms, motivated to 
assimilate and integrate knowledge and capacities in both their physical and social 
environments” (Adams et al., 2017, p. 47). SDT posits the existence of three basic 
psychological needs—autonomy, competence, and relatedness—fulfillment of 
which leads to intrinsic and autonomous motivation, optimal growth and 
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development, and positive well-being. The basic psychological need for autonomy 
is satisfied when a person experiences choice and acts volitionally, thus perceiving 
themselves as the origin of their actions. Autonomous actions are those that are self- 
endorsed and congruent with one’s values and interests (Vansteenkiste et al., 2010). 
The basic psychological need for competence refers not to skills or skill levels, but 
to a person’s need to perceive themselves as effective within environments (Deci & 
Vansteenkiste, 2004)—to perceptions of competence and mastery and to the experi-
ence of perceived mastery and effectiveness (Deci et al., 2013). The basic psycho-
logical need for relatedness refers to the need to feel connected with other people 
and to feel a sense of social belonging, to care for others, and to be cared for by 
others (Ryan & Deci, 2017).

SDT was, in turn, instrumental in formulating a second theoretical framework 
intended to facilitate the development of interventions to promote self- determination 
in the education of learners with disabilities: causal agency theory.

 Causal Agency Theory

Beginning with work in SDT on autonomy and with DeCharms’ suggestion that 
people strive to be causal agents in their lives, Wehmeyer and colleagues (Wehmeyer, 
1992, 1999; Wehmeyer et  al., 1996) proposed a functional model of self- 
determination in which self-determined action was understood as acting in ways 
that enable a person to make or cause things to happen in their life. The functional 
model attempted to answer the question “What is self-determination?” to provide a 
framework to develop interventions to promote self-determination. The functional 
model defined self-determination as “acting as the primary causal agent in one’s life 
and making choices and decisions regarding one’s quality of life free from undue 
external influence or interference” (Wehmeyer, 1999, p. 56). Further, the functional 
model proposed a series of component elements of self-determined behavior that 
consisted of knowledge, skills, and abilities that would enable people to act as a 
causal agent in their lives. Decision-making skills were among these component 
elements.

In 2004, Wehmeyer suggested that there was a need to shift the question asked 
from What is self-determination? to How does someone become self-determined? 
Wehmeyer and colleagues (Wehmeyer, 2004; Wehmeyer & Mithaug, 2006) pro-
posed the causal agency theory to answer the “how does” question. In 2015, Shogren 
et al. expanded and refined the causal agency theory, incorporating research in SDT 
and positive psychology to better describe the development of self-determination 
across the life span (Shogren et al., 2015; Wehmeyer et al., 2017).

Causal agency theory defines self-determination as a:

…dispositional characteristic manifested as acting as the causal agent in one’s life. Self- 
determined people (i.e., causal agents) act in service to freely chosen goals. Self-determined 
actions function to enable a person to be the causal agent is his or her life. (Shogren et al., 
2015, p. 258)

1 Decision making and Self-Determination
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Within this theoretical framework, self-determined action refers to “the degree to 
which action is self-caused, volitional and agentic, driven by beliefs about the rela-
tionships between actions (or means) and ends” (p. 258). Causal agency is, logi-
cally, at the heart of causal agency theory. Wehmeyer (2004) discussed causal 
agency as such:

The adjective ‘causal’ is defined as expressing or indicating cause; showing the interaction 
of cause and effect. The term ‘agent’ is a noun that means one who acts or has the authority 
to act or, alternatively, a force or substance that causes change. The noun ‘agency’ refers to 
one through whom something, typically change, is accomplished. Self-determined people 
are causal agents in their lives. They act ‘with authority’ to make or cause something to 
happen in their lives. Causal agency implies more, however, than just causing action; it 
implies that the individual who makes or causes things to happen in his or her life does so 
with an eye toward causing an effect to accomplish a specific end or to cause or create 
change. Causal agency, as opposed to implying strictly that an individual simply caused 
some event to happen, implies that action was purposeful or performed to achieve an end. 
(pp. 351–352)

Self-determined actions, thus, are purposeful, planned, and intentional and serve to 
enable the person to support self- (versus other-) determination. To understand how 
people become self-determined, Wehmeyer and Mithaug (2006) proposed a series 
of operators for causal events, causal behavior, or causal actions that function as a 
means for the person (the causal agent) to achieve valued goals, to exert control in 
their life, and, ultimately, to become more self-determined.

Figure 1.1 provides an overview of these “operators,” describing how people 
become causal agents in their lives. The primary operators in this causal action 
sequence are (1) the capability to perform causal actions or behaviors, subdivided 
into causal capability and agentic capability and (2) challenges to the organism’s 
self-determination, through opportunities or threats, that serve as a catalyst to 
causal action.

Quite simply, capability refers to the condition of being capable—of having cer-
tain capacities. People who are causal agents have certain capacities that enable 
them to respond to challenges to their self-determination. Wehmeyer (2004) pro-
posed two types of capabilities, causal capability and agentic capability, which are 
central to the process of acting as a causal agent. These capabilities represent two 
components of causal action: (1) causing something to happen (causal capability) 
and (2) directing that action toward a preferred end (agentic capability). These two 
types of capabilities involve both mental and physical capacities. Wehmeyer (2004) 
noted, however, that “limitations to the number or complexity of such capacities that 
might otherwise hinder causal or agentic action can, in fact, be mitigated by a wide 
array of supports, including technological devices, social networks and supports, 
and so forth” (p. 353).

Acting in such a way as to cause something to happen (causal capability) involves 
skills knowledge and beliefs that one is capable and that if one acts, one can reason-
ably expect positive outcomes. Examples of causal capabilities include goal-setting, 
problem-solving, and decision-making skills. Agentic capability involves the 
knowledge and skills needed to direct causal action and perceptions or beliefs about 
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Fig. 1.1 Overview of causal agency theory. (Reprinted with permission from Wehmeyer & 
Mithaug, 2002)

oneself and one’s environment that enable one to act. These skills primarily involve 
self-regulatory and self-management skills.

Causal agency theory hypothesizes that people who are causal agents engage in 
causal action (implementing causal and agentic capabilities) in response to chal-
lenges that serve as a catalyst for such action. A challenge is “any circumstance 
under which one has to engage in the full use of one’s abilities or resources to 
resolve a problem or threat or to achieve a goal or objectives” (Wehmeyer, 2004, 
p. 354). Such challenges emerge in a person’s life as either opportunities or threats. 
Opportunity refers to situations or circumstances that provoke the person to create 
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change or make something happen, based upon one’s preferences and interests. 
Opportunities can be found, which refers to unanticipated circumstances that did 
not involve effort on the part of the person, or created, in which the person con-
sciously acts to create a favorable circumstance.

The second challenging condition, threat, involves situations or circumstances 
that “threaten the organism’s self-determination and provoke the organism to exer-
cise causal action to maintain a preferred outcome or to create change that is consis-
tent with one’s own values, preferences, or interests, and not the values, preferences 
or interests of others” (Wehmeyer, 2004, pp. 354–355).

This early version of causal agency theory also proposed that affective or emo-
tional aspects regulate behavior in support or hinderance of causal actions. So, the 
basic operators in causal action involve causal and agentic action in response to 
challenges (opportunities, found or created, or threats) that enable persons to direct 
their behavior to achieve either the desired change or maintain a preferred circum-
stance or situation.

As noted, Fig. 1.1 provides an overview of operators in causal agency theory 
describing how people become causal agents in their lives. Figure 1.2 provides a 
schema for causal action within causal agency theory. Accordingly, in response to 
challenges (opportunities or threats), people who are causal agents begin with a goal 
generation process. This process includes a self-analysis of one’s strengths, needs, 
limitations, preferences, and interests as they pertain to the challenge circumstance. 
That process leads to the identification of actions needed to act on the challenge 
that, in turn, are prioritized based on relative importance to addressing the chal-
lenge. When actions have been prioritized, the person frames the most important 
action(s) in terms of a goal.

Once the goal is stated, the person engages in a goal discrepancy analysis pro-
cess, the gist of which is an analysis of the person’s current state pertaining to the 
goal and the (desired) goal state. That analysis enables the person to state the goal 
discrepancy problem. Importantly for the current chapter, this often parallels a deci-
sion-making process in which the first step is to identify the problem and generate 
alternatives or options from which the person must decide.

Without going into too much detail (see Wehmeyer & Mithaug, 2006, for more 
such detail), the causal action schema moves from setting the goal discrepancy 
problem to analyzing one’s capacities to solve the problem presented by the goal 
discrepancy analysis and examines the degree to which the challenge will support 
goal attainment. In this process, the person must adjust their capacity (i.e., acquire 
new or refine knowledge and skills pertaining to the problem) or adjust the chal-
lenge itself (modify some aspect of the challenge) to create a just-right match 
between capacity and challenge so as to optimize the person’s probability of solving 
the goal discrepancy problem. Again, in most models of decision making, after one 
identifies the problem and what one’s options or alternatives from which to make a 
decision are, the person evaluates each option to see how it aligns with preferences 
and values and what consequences might derive from each such option upon taking 
action. This is, in function, similar to the capacity-challenge discrepancy analysis 
phase of the causal action schema.
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Fig. 1.2 Causal action schema. (Reprinted with permission from Wehmeyer & Mithaug, 2002)

Once the person has created a just-right match, that person creates a discrepancy 
reduction plan by setting causal expectations (What can I expect to achieve?), mak-
ing choices and decisions about strategies and methods to reduce the discrepancy 
between current status state and the goal state and then finalizing and implementing 
a discrepancy reduction plan. This plan, equivalent to the action planning process in 
the goal setting and attainment sequence, is iterative, with the person comparing 
their current state with the desired goal state. When that goal discrepancy analysis 
process results in the closure of the gap between the person’s current state and the 
goal state, then the desired causal action has been completed.
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In 2015, Shogren and colleagues refined and updated the causal agency theory. A 
primary purpose for this was to better align research from the functional model and 
causal agency theory with research that had emerged since the early 2000s in SDT, 
so as to be able to better describe the development of self-determination. Table 1.1 
depicts the updated framework for self-determined (or causal) action. The theory 
proposes three essential characteristics of self-determined action—volitional 
action, agentic action, and action-control beliefs—that contribute to causal agency 
and the development of self-determination. These essential characteristics refer not 
to specific actions performed or the beliefs that drive action, but to the function the 
action serves for the person; that is, whether the action enabled the person to act as 
a causal agent and enhances the development of self-determination. For each essen-
tial characteristic, there are component constructs that further operationalize (theo-
retically) each essential characteristic and component elements, which are the skills, 
beliefs, and activities in which people engage to become more self-determined. The 
first two essential characteristics, volitional and agentic action, directly mirror the 
causal and agentic capability constructs in the earlier version of the theory.

Volitional action is action based on conscious choices that reflect one’s prefer-
ences. Component constructs of volitional action are autonomy and self-initiation. 
Component elements of volitional action involve the initiation and activation of 
causal capabilities, as described previously, which include choice-making, decision 
making, goal-setting, problem-solving, and planning skills. Agentic action refers to 
the means by which something is done or achieved. Component constructs related 
to agentic action are self-regulation, self-direction, and pathways thinking. 
Component elements of agentic action involve the initiation and activation of 

Table 1.1 Components of causal agency theory

Essential 
characteristics Component constructs Component elements

Volitional action Autonomy
Self-initiation

Causal capabilities
  Choice-making skills
  Decision making skills
  Goal-setting skills
  Problem-solving skills
  Planning skills

Agentic action Self-regulation
Self-direction
Pathways thinking

Agentic capabilities
  Self-management skills (self-monitoring, 

self-evaluation, etc.)
  Goal attainment skills
  Problem-solving skills
  Self-advocacy skills

Action-control 
beliefs

Psychological 
empowerment
Self-realization
Control expectancy
Agency beliefs
Causality beliefs

  Self-awareness
  Self-knowledge

Reprinted with permission from Shogren, Raley, Burke, and Wehmeyer (2019a)
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agentic capabilities, as described previously, and which include self-management, 
goal attainment, and self-advocacy skills.

A third essential characteristic in the updated version of the causal agency theory 
expands on the area of the affective or emotional aspects that regulate behavior in 
support or hinderance of causal actions, referred to as causal affect in Fig. 1.1. To 
account for these affective elements, causal agency theory incorporates basic tenets 
of action-control theory (Little et  al., 2002). Action-control theory hypothesizes 
three types of the so-called action-control beliefs: (1) control expectancy beliefs, 
which refer to beliefs about the link between the self and the goal; (2) capacity 
beliefs, which refer to beliefs about the link between the self and the means for 
achieving the goal; and (3) causality beliefs, which are beliefs about the utility or 
usefulness of a given means for attaining a goal. Action-control beliefs form the 
third essential element in causal agency theory. Psychological empowerment, self- 
realization, control expectancy, agency beliefs, and causality beliefs form the com-
ponent constructs of this essential characteristic, with self-awareness and 
self-knowledge forming the component elements.

 The Development of Self-Determination

As noted previously, the functional model of self-determination and, subsequently, 
both iterations of causal agency theory were formulated and tested to provide frame-
works for understanding self-determination or more specifically the development 
and emergence of self-determination, so as to provide a theoretically sound frame-
work upon which to build assessments to measure self-determination and interven-
tions to promote self-determination, particularly within the disability context. The 
most recent iteration of causal agency theory provided, for the first time, a frame-
work that could address all aspects of development and allowed us to better model 
this process. Figure 1.3 provides a flow chart illustrating this process.

As reflected in Fig.  1.3 and as consistent with proposals from causal agency 
theory (Wehmeyer, 2004), self-determination develops as a function of the interac-
tion between the threats or demands and opportunities in one’s environment and 
attempts by the person to meet basic psychological needs of autonomy, competence, 
and relatedness (Shogren, Little et al., 2017a). These interactions between the per-
son’s need to be autonomous, competent, and maintain meaningful relationships, as 
framed by SDT, energizes a causal action sequence that involves volitional and 
agentic action, which in turn are mediated by action-control beliefs about one’s abil-
ity to act as a causal agent (Mumbardó-Adam et al., 2018). Put more simply, the 
developmental model derived from causal agency theory proposes that from early in 
childhood and onward, humans are motivated to act volitionally (e.g., based upon 
autonomous or intrinsic motivation) and employ a causal action sequence involving 
volitional and agentic action mediated by action-control beliefs that enable them to 
act as a causal agent in their lives (e.g., make things happen). Repeated experiences 
of causal agency, in turn, result in enhanced self-determination.
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Shogren & Wehmeyer, 2016)

 Decision Making and Self-Determination

The utility to situating decision making within the broader construct of self- 
determination lies in the power it provides to understand the interrelationships 
between various skills that are involved in making a decision, independent of the 
decision-making process employed and by providing a means to understand the 
development of critical skills involved in decision making. Further, making deci-
sions is inextricably linked to ideas of autonomy and self-regulation, which in turn 
can be better understood within the contexts of theories of self-determination. Also, 
as mentioned previously, taxonomies of the decision-making process do not exist 
within a vacuum. One cannot really understand decision-making processes, inde-
pendent of what decision-making model one uses, without also understanding the 
role of skills such as problem-solving, goal-setting and attainment, planning, 
choice-making, self-awareness, self-knowledge, and others in the type of decision 
and the context. If we, as a field, are to provide supports to people with IDD to pro-
mote effective participation in decision making, those activities cannot be discon-
nected, discrete skills training on steps in any decision-making process, but must 
include a more holistic approach that takes into account the array of skills, abilities, 
and beliefs that comprise the process. Situating decision making within the broader 
construct of self-determination provides that framework.

First, it is important to understand the reciprocal relationship between self- 
determination and decision making. Causal agency theory situates decision making 
among the component elements of volitional action, so it is clearly a critical skill 
and process in promoting self-determination. But one can easily hypothesize that 
the relationship between self-determination and decision making runs the other way 
as well. Making and engaging in decisions promotes the development of self- 
determination. People who are more self-determined are also quite likely to take 
greater ownership over and involvement in the decision-making process. There is 
evidence of a similar reciprocal relationship between self-determination and student 
involvement in educational planning. Williams-Diehm et al. (2008) found that the 
involvement of students with disabilities in transition planning predicted higher lev-
els of self-determination, but that the relationship went both ways, with higher 
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self- determination predicting higher levels of involvement. This is likely the case 
for self-determination and decision making as well.

Second, the hallmark of an autonomous individual in our societies is that a per-
son makes their own decisions. Of course, what that really means is not that every 
person makes every decision completely independently, but instead that people are, 
essentially, the causal agents in decisions that impact their lives. There are a myriad 
of issues that will play into how much the person makes the decision individually, 
from the complexity of the decision to be made to the degree to which that decision 
impacts others. But, if we understand an autonomous person to be someone who 
acts based upon their own preferences and interests, and not necessarily as someone 
who does things on their own, then we see the critical relationship between decision 
making, causal agency, and self-determination.

Third, specific to the topic of this book, there has been almost three decades 
worth of research, assessment development, and intervention development and eval-
uation in self-determination in the disability context. Thus, there is a wealth of 
information available specific to the disability context from which researchers and 
practitioners interested in decision making and people with disabilities can draw. A 
necessarily brief summary of that research and its implications for decision making 
specifically as it pertains to people with IDD concludes this chapter.

 Self-Determination and Decision Making by People 
with Intellectual and Developmental Disabilities

 Self-Determination and People with Intellectual 
and Developmental Disabilities

It is beyond the scope of this chapter to provide a comprehensive review of the 
research and knowledge base pertaining to people with IDD and self-determination. 
There are several recent such reviews available (Shogren et al., 2017b; Wehmeyer & 
Shogren, 2017). But it is worth summarizing this research (from Shogren et  al., 
2017b) to provide a snapshot of what is known about self- determination and people 
with IDD.

 1. People with IDD are less self-determined than their nondisabled peers and, 
often, less self-determined than peers with other types of disabilities. This is a 
well-documented research finding. Although there are a myriad of factors serv-
ing as barriers to the enhanced self-determination of people with IDD, research 
points to the low expectations others hold about IDD and the limited opportuni-
ties people with IDD have to learn and practice skills related to self- determination. 
People with IDD remain among the most frequently segregated populations in 
school and society, and the research supports the contention that the environ-
ments in which people with IDD live, learn, work, and play remain highly segre-
gated and limit opportunities for choice, problem-solving, decision making, and 
so forth.
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 2. When provided the opportunity to learn and practice skills and have experiences 
leading to self-determination, people with IDD can and do acquire these skills 
and become more self-determined. There is now a compelling body of evidence 
that shows that if youth and young people are provided instruction to promote 
self-determination, provided opportunities to practice those skills, and provided 
opportunities to have experiences that teach them about their preferences and 
abilities, they will, indeed, acquire these skills and become more self- determined. 
One of the frequently identified barriers to learning and acquisition is IQ, and 
perceived intelligence is one of the factors that limit the opportunities for people 
with IDD to learn and practice skills and have experiences leading to enhanced 
self-determination. However, the research is clear that IQ has very little impact 
on relative self-determination status and that much stronger predictors of self- 
determination are choice opportunities, participation in problem-solving and 
decision making, and environments that honor preferences and interests.

 3. There are a number of evidence- and research-based practices that have been 
shown to contribute to the self-determination of youth and young adults with 
IDD. There are now numerous evidence-based practices to promote student self- 
regulated problem-solving and goal setting, involvement in educational and life 
planning, and to promote the acquisition of decision-making skills related to the 
component elements of self-determined action that have been shown to benefit 
youth and adults with IDD. Most of the focus in this area has been with the youth 
and young adults of transition age, but as work by Khemka and Hickson described 
elsewhere in this book shows, this is true across the life span.

 4. Self-determination has been linked to more positive school and adult outcomes 
and more positive quality of life and life satisfaction for people with IDD. Finally, 
at least with regard to this brief summarization, there is strong evidence that 
young people with IDD who are more self-determined achieve more positive 
school and adult outcomes, including improved educational and transition goal 
attainment, more positive work and employment outcomes, and improved com-
munity inclusion. Further, multiple studies provide links between higher self- 
determination and more positive quality of life, independent decision making, 
and self-reported life satisfaction for youth and adults with IDD.

The knowledge base in this area is clear. Youth and adults with IDD can become 
more self-determined if provided with learning opportunities and experiences that 
emphasize their strengths and interests, and when they become more self- determined, 
they achieve more positive school and adult outcomes and experience a more posi-
tive quality of life and life satisfaction.

 Promoting the Decision-Making Skills of People 
with Intellectual and Developmental Disabilities

Throughout this book readers will learn about a variety of approaches and interven-
tions to facilitate decision-making skills and opportunities for people with IDD, 
many of which involve instruction and support pertaining to component elements of 
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self-determined action, such as goal setting, problem-solving, planning, and so 
forth. To conclude this chapter, a model of support (the Self-Determined Decision-
making Model or SDDMM), to promote meaningful participation in the decision-
making process by people with IDD that we developed based on our prior efforts to 
promote self-determination, is described as one example of how efforts to promote 
self-determination can support efforts to promote decision making.

SDDMM is one of a family of interventions to promote self-determination and 
self-regulated problem-solving to set and attain goals. The initial such model was 
the Self-Determined Learning Model of Instruction (SDLMI) (Mithaug et al., 1998; 
Shogren et al., 2019b; Wehmeyer et al., 2000), which was designed to enable teach-
ers to teach students to self-regulate problem-solving to set a goal, create an action 
plan to achieve that goal, and self-monitor and self-evaluate progress toward the 
goal, revising the action plan or goal as needed so as to attain a relevant goal. 
Implementation of the SDLMI consists of a three-phase instructional process. Each 
phase presents a problem to be solved by the student (What is my goal? What is my 
plan? What have I learned?), and the student solves the respective problem by 
answering a series of four questions per phase that students learn, modify to make 
their own, and apply to reach self-set goals. Each question is linked to a set of 
teacher objectives, and each instructional phase includes a list of educational sup-
ports that teachers can use to teach or support students to self-direct learning.

The student questions are constructed to guide a student through a self-regulated 
problem-solving sequence to solve the problem in the phase. The questions differ by 
phase, but they represent parallel steps in the problem-solving sequence: (a) identify 
the problem, (b) identify potential solutions to the problem, (c) identify barriers to 
solving the problem, and (d) identify consequences of each solution. These are the 
basic steps in any problem-solving process, and they form the means-end problem- 
solving sequence represented by the student questions in each phase of the model 
and enable the student to solve the problem posed in each phase.

The SDLMI has strong evidence of its efficacy in promoting self-determination 
as well as more positive school and adult outcomes (see Wehmeyer et al., 2017). 
The SDLMI was developed for use by teachers within schools. A second member of 
the self-determined goal setting intervention family, the Self-Determined Career 
Design Model (SDCDM; Wehmeyer et al., 2003), was designed for use to promote 
self-determined career decision making for adults with IDD.  Specifically, the 
SDCDM was designed to enable vocational counsellors and employment support 
professionals to support youth, young adults, and adults with disabilities to self- 
regulate problem-solving to set and attain career, life design, and employment goals. 
The process for the SDCDM is identical to that of the SDLMI, with the exception 
that the questions are focused on career, life design, and employment-related out-
comes. Research using the SDCDM has shown that participants who received sup-
ports from rehabilitation professionals using the SDCDM showed significantly 
enhanced autonomous functioning as a result (Shogren et al., 2016).

SDDMM (Shogren et al., 2019b) is the third member of the self-regulated goal-
setting family. The SDDMM is intended to enable support people, family members, 
and trusted friends to support people with disabilities to self-regulate problem-solv-
ing to set and attain goals related to the person’s involvement in the decision-mak-
ing process. As has been discussed, the first step in the decision-making process is 
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a problem-solving process to identify the options from which a person can select. 
The SDDMM is a process through which trusted friends, allies, family members, 
support professionals, and others identified by a person with a disability can support 
that person to set goals that enable them to solve problems associated with the 
decision-making process.

The SDDMM process is identical to that of the SDLMI and the SDCDM. There 
are three phases, each with a problem for the person to solve. The person is guided 
to solve the problem in each phase by answering a series of four questions (per 
phase). There are objectives for support persons to use to assist the person to answer 
each question and a set of decision support strategies that may assist in supporting 
the person to answer questions. Tables 1.2, 1.3, and 1.4 provide the questions, sup-
port objectives, and support strategies for each of the three phases in the SDDMM.

Table 1.2 Questions, objectives, and decision supports for phase 1 of the Self-Determined 
Decision-making Model (SDDMM)

Problem to solve: What is my decision-related goal?

Question 1: What decision do I need to make?
Objectives:
  Enable person to identify decisions that need to be made
  Enable person to identify preferences/interests/beliefs/values related 

to decisions that need to be made
  Enable person to identify strengths and needs related to decisions 

that need to be made
  Enable and support person to prioritize decisions that need to be 

made and select most important decision to make
Question 2: What do I know about it now?
Objectives:
  Enable person to identify his or her current status in relation to 

prioritized decision to make
  Enable person to identify knowledge/skills/needs of decision to 

make
  Assist person to gather information about opportunities and barriers 

in their environments pertaining to prioritized decision to make
Question 3: What must change for me to make a decision?
Objectives:
  Support person to prioritize needs related to decision to make
  Enable person to choose primary need and decide if action needs to 

be focused toward capacity building, modifying the environment or 
both

Question 4: What can I do to make this happen?
Objectives:
  Teach/support person to state goals/objectives related to prioritized 

decision to make

Decision supports
Awareness training
Self-assess preferences, 
interests, and abilities 
pertaining to decision 
area
Problem-solving 
instruction
Choice-making 
instruction
Goal-setting instruction

Reprinted with permission from Shogren and Wehmeyer (2017)

M. L. Wehmeyer



17

Table 1.3 Questions, objectives, and decision supports for phase 2 of the Self-Determined 
Decision making Model (SDDMM)

Problem to solve: What is my plan?

Question 1: What actions can I take to reach my decision- 
related goal?
Objectives:
  Enable person identify alternatives to achieve decision- 

related goal
  Assist person to gather information on consequences of 

alternatives
  Enable person to select best action alternatives
Question 2: What could keep me from taking action?
Objectives:
  Support person to identify barriers to implementing action 

alternatives
  Support person to identify actions to remove barriers
Question 3: What can I do to remove these barriers?
Objectives:
  Assist person in identifying appropriate decision supports 

to implement selected action alternative
  Teach person knowledge/skills needed to implement 

selected supports
Question 4: When will I take action?
Objectives:
  Enable person to determine schedule for action plan to 

remove barriers and implement supports
  Support and enable person to implement the action plan
  Enable person to self-monitor their progress

Decision supports
Exploration of community 
resource/support
Problem-solving instruction
Self-scheduling training
Self-instruction training
Picture-cue training
Self-advocacy instruction
Assertiveness training
Self-monitoring instruction

Reprinted with permission from Shogren and Wehmeyer (2017)

Table 1.4 Questions, objectives, and decision supports for phase 3 of the Self-Determined 
Decision-making Model (SDDMM)

Problem to solve: What have I achieved?

Question 1: What actions have I taken?
Objectives:
  Enable person to self-evaluate and articulate progress toward goal
Question 2: What barriers have been removed?
Objectives:
  Assist person to compare progress with their desired outcomes
Question 3: What has changed to enable me to make the decision that 
needs to be made?
Objectives:
  Support person to reevaluate goal if progress is insufficient
  Assist person to decide if goal remains the same or changes
  Collaborate with person to identify if the action plan is adequate or 

inadequate given revised or retained goal
  Assist person to change action plan if necessary
Question 4: Have I achieved what I want to achieve?
Objectives:
  Enable person to decide if progress is adequate, inadequate, or if goal 

has been achieved
If this goal has been achieved, enable person to decide if a different goal 
is needed to make the decision that needs to be made

Decision supports
Self-evaluation 
instruction

Reprinted with permission from Shogren and Wehmeyer (2017)
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 Conclusions

The intent of this book is to examine theoretical considerations in the study of deci-
sion making as well as practical applications in social interpersonal domains for 
adolescents and adults with IDD. Situating decision making, theoretically, within 
the broader construct of self-determination has multiple benefits. Decision making, 
no matter what model or process is used, can be complex and multifaceted, and 
conceptualizing that process within theoretical models of self-determination allows 
for a richer understanding of the different processes involved in making a decision 
and provides information on the development of these processes.

Further, decision making is viewed as an essential component of living an auton-
omous life, and as such, thinking about decision making as solely a set of discon-
nected, discrete skills has the potential to limit the empowering nature of making 
one’s decisions. Finally, far too many people view people with IDD as lacking the 
capacity to solve complex problems and make complex decisions and thus exclude 
them from doing so, even in the context of their own lives. Situating decision mak-
ing in the context of self-determination illuminates the fact that what is important is 
not that any person makes a decision completely independently, but that one is the 
causal agent in one’s life.

There is a vast body of literature that substantiates the fact that promoting 
self- determination has positive benefits across multiple spheres of life for people 
with IDD. Causal agency theory has provided a useful framework for describing 
the development of self-determination and understanding how people become 
self- determined, which in turn provides a useful frame within which to design 
interventions to promote self-determination, such as the Self-Determined 
Decision-Making Model.

With the exception of some of the research highlighted in this book, there has 
been far too little emphasis on promoting decision-making skills and opportuni-
ties for people with IDD. The uncertainty and complexity of decision making 
makes the process more difficult, often for people with IDD, who need more 
intensive and different types of supports to successfully participate in such deci-
sions. But as strengths-based approaches to understanding disability replace 
deficits-based approaches of the past, and as people with IDD become more and 
more a part of the mainstream of life, a focus on promoting and supporting deci-
sion making becomes essential, not just to ensure successful functioning but to 
ensure that people are empowered to live full, rich lives in their communities. 
Many of the models and processes described in this book provide direction for 
the field in achieving such outcomes, and approaching these tasks by understand-
ing decision making as a part of the broader context of promoting and enhancing 
self-determination will ensure that we, as a field, contribute to this empower-
ment focus.
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Chapter 2
Supported Decision-Making

Karrie A. Shogren, Evan E. Dean, Brad Linnenkamp, Sheida K. Raley, 
Jonathan Martinis, and Peter Blanck

Conceptualizations of disability changed in significant and positive ways beginning 
in the last quarter of the twentieth century, creating opportunities and needs for 
changes in disability services and supports. Prior to this time, disability was viewed 
from a deficit lens, characterized as a form of difference or a deviation from normal-
ity (Wehmeyer, 2013). Such conceptualizations led to a range of responses from 
charitable and benevolent at best to discriminatory and segregationist at worst. 
Recent disability rights and self-advocacy movements, however, have challenged 
prevailing notions that disability was something to eliminate or remediate when 
“worthy” of remediation (Blanck, 2014, 2020).

Modern disability movements have led to the emergence of new ways to concep-
tualize disability that emphasize the role of self-determination, strengths-based 
approaches, individualized supports, environmental modifications, contextual anal-
ysis, and community participation (Shogren et al., 2017b). As such, efforts to recog-
nize, celebrate, and enforce the civil and human rights of people with disabilities are 
increasingly reflected in law and public policy, although the actualization of such 
changes in practice remains more vexing (Shogren et  al., 2009; Shogren et  al., 
2015). However, ongoing efforts to define and actualize innovative supports that are 
rooted in strengths-based conceptualizations of disability are occurring. Defining 
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disability as a natural part of the human experience pushes forward conceptualiza-
tions of disability that recognize the interaction between a person and their context 
and the need for personal and environmental supports to enhance functioning con-
sistent with the values and vision of the person with a disability (Thompson et al., 
2009; Thompson et al., 2014).

One arena where changes are occurring is in the ways in which we, as a society, 
support people with intellectual and developmental disabilities (IDD) in making 
major life decisions. Prevailing practices, such as plenary guardianship, are rooted 
in outdated, deficit-based models of disability (Martinis & Gustin, 2017; Martinis 
et al., in press). Emerging models, such as supported decision-making, are rooted in 
an understanding of the human rights and legal capacity of people with IDD and the 
ability to concurrently promote self-determination and human agency while also 
providing needed supports (Blanck & Martinis, 2015; Shogren & Wehmeyer, 2015).

This chapter will provide an overview of supported decision-making and its 
emergence in the disability field. We describe how it aligns with the broader rights- 
based movement in the disability field that adopts strengths-based, social-ecological 
models of disability and how it challenges other-directed decision-making models, 
such as guardianship. Next, we describe emerging directions and innovations in 
building systems of supports for decision making and highlight strategies for mak-
ing this happen across the life course, using examples of ways that people with 
disabilities articulate the value of supported decision-making.

 Supported Decision-Making: Definition and Emergence 
in the Field of Intellectual and Developmental Disabilities

Supported decision-making is receiving attention in law, policy, research, and prac-
tice throughout the world to actualize changing conceptualizations of disability that 
enable people with IDD to remain at the center of decision-making processes in 
their lives. Supported decision-making provides a framework for thinking more 
broadly about how we, in policy and practice, support decision making across the 
life course (Shogren & Wehmeyer, 2015; Shogren et al., 2019). Supported decision-
making has been identified as an alternative to overbroad or undue guardianship, 
typically court-ordered in the form of plenary or total other-directed decision mak-
ing (Kohn et  al., 2013). As such, the emergence of supported decision-making 
advances theory, research, policy, and practice that contribute to enhanced self-
determination and the quality of life for people with disabilities (Martinis & Blanck, 
2019; Shogren et al., in press).

K. A. Shogren et al.
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 Guardianship and People with Disabilities

Although supported decision-making is receiving significant attention in the dis-
ability field, the predominant “support” for the decision-making needs of adults 
with disabilities in the United States and throughout the world remains plenary 
guardianship. Guardianship is a “legal process where a court removes some or many 
of the legal and decision-making rights from an individual and transfers all or some 
of them to another person” (National Council on Disability, 2019, p.  3). While 
guardianship laws vary from jurisdiction to jurisdiction, in general, Americans are 
ordered under guardianship when a state court decides that they cannot direct their 
lives or make some or all decisions due to having a disability or condition that 
impacts their ability to do so.

An individual under guardianship is determined to be incapacitated in the eyes of 
the law. A third party, usually called a guardian, but in some states a conservator, is 
then appointed to direct the person’s life and make decisions for the person in areas 
where the court feels he or she cannot (Quality Trust for Individuals with Disabilities, 
2013). In cases in which the court directs that all life decisions are to be determined 
by the guardian, an order of plenary guardianship is issued, and where only some 
decisions are covered, it is called a limited guardianship. Although data on guard-
ianship is limited, data from a national survey followed by in-depth interviews and 
site visits with public guardianship programs across the United States suggested 
that plenary guardianship is ordered in the vast majority of cases. Further, public 
guardianship programs rarely collect outcome data and have uneven oversight and 
accountability (Teaster et al., 2007).

Guardianship has been characterized as “a humanitarian response to the vulner-
ability of the incompetent” (Frolik, 1998, p. 350). However, this view is rooted in a 
deficit-based model of disability that assumes that people with disabilities need to 
be cared for because they are incapable of making decisions. This runs counter to 
modern conceptualizations of disability that hold that with appropriate, individual-
ized supports, all people can engage in decision-making processes, and the rights of 
citizenship need not be removed.

Guardianship, however, has a long history in law and policy, and there have been 
few alternatives. In fact, although guardianship should generally be considered as a 
“last resort” after exhausting all other legally recognized options (National Council 
on Disability, 2019), the use of guardianship has been increasing. For example, the 
estimated number of Americans under guardianship has tripled since 1995, with 
most under plenary guardianship (Reynolds, 2002; Schmidt, 1995; Uekert & Van 
Duizend, 2011). However, there is very limited information and evaluation of 
whether and when these individuals require guardianship or, once guardianship is 
ordered, “whether the protected person continue[s] to need or benefit” from it 
(Wright, 2010). These factors have led to the identification of a critical need for 
change in the disability and international human rights community, including alter-
native approaches such as supported decision-making.

2 Supported Decision-Making
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 United Nations Convention on the Rights of Persons 
with Disabilities

A strengths-based, social-ecological perspective of disability was adopted in the 
United Nation’s Convention on the Rights of People with Disabilities (CRPD; 
United Nations, 2006).

Strengths-based social-ecological models of disability, which have been adopted 
in multiple disability classification frameworks, including the International 
Classification of Functioning (World Health Organization, 2007) and the American 
Association on Intellectual and Developmental Disabilities’ terminology and clas-
sification manual on intellectual disability (Schalock et al., 2010), define disability 
as a state of functioning resulting from the interaction between personal capacities 
and environmental or contextual demands. People with disabilities experience a 
mismatch between their personal capacities and environmental demands, which 
creates a need for supports (Thompson et al., 2009). Through understanding support 
needs, specific supports can be identified that reduce the gap between personal 
capacity and the demands of the environment and enhance human functioning and 
quality of life. This shift toward understanding people by their support needs as 
opposed to their deficits has significant implications for supports planning, includ-
ing planning for supports for decision making as will be described later in this 
chapter.

The CRPD represented a major step forward in recognizing a social-ecological 
approach to understanding and advancing the international human rights of people 
with disabilities. One major focus of the CRPD was to change attitudes and 
approaches to disability across the world. Article 12 of the CRPD addresses the 
rights of people with disabilities to engage in and have supports for legal decision 
making about their lives, stating that “persons with disabilities have the right to 
recognition everywhere as persons before the law,” and “enjoy legal capacity on an 
equal basis with others in all aspects of life” (CRPD, Art. 12 (1), (2)). These declara-
tions that people with disabilities, like everyone, have an inherent right to direct 
their own lives and receive the support they need to do so, challenged the use of 
overbroad or undue guardianship that occurs in many jurisdictions, including the 
United States. To date, 181 countries around the world have ratified the 
CRPD. Although this does not include the United States, CRPD and its vision for 
advancing human rights for people with disabilities have had worldwide impacts on 
policy and practice, including in the United States.

Significantly, in asserting the right to legal capacity, the CRPD acknowledged 
that people with disabilities sometimes may require support and assistance to exer-
cise their legal capacity and that signatories to the treaty (“State Parties”) should 
provide such support in their domestic laws (CRPD, Art. 12). This assertion is based 
on the premise that needing supports does not take away one’s inherent right to 
engage in decision making and that new models for providing such supports are 
needed, such as supported decision-making. In recommendations for how to 
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effectively implement Article 12, supported decision-making was introduced and 
defined as a:

Broad term that encompasses both informal and formal support arrangements, of varying 
types and intensity. For example, persons with disabilities may choose one or more trusted 
support persons to assist them in exercising their legal capacity for certain types of deci-
sions, or may call on other forms of support, such as peer support, advocacy (including 
self-advocacy support), or assistance with communication…Support can also constitute the 
development and recognition of diverse, non-conventional methods of communication, 
especially for those who use non-verbal forms of communication to express their will and 
preferences. (Committee on the Rights of Persons with Disabilities, 2014)

The CRPD emphasized that supported decision-making must be “available to all” 
including those that need a high degree of support. Further, the CRPD emphasized 
that the need for support in decision making should not be used to deny other human 
and civil rights, including voting, reproductive rights, and parental rights. When 
supported decision-making is utilized as an alternative to guardianship arrange-
ments, there must be protections in place to enable persons with disabilities to “ter-
minate or change the support relationship at any time” ensuring they retain agency 
over their supported decision-making arrangements and the persons providing 
support, indicating a significant difference from guardianship arrangements which 
are controlled by the court.

 Jenny Hatch and Supported Decision-Making 
in the United States

Firstly, supported decision-making provides multiple benefits both for the person 
and for the society. At the person level, supported decision-making has the potential 
to increase self-determination and engagement in life decisions, which research has 
shown can have collateral benefits in multiple areas of life (Blanck & Martinis, 
2015; Shogren & Wehmeyer, 2015). Secondly, supported decision-making helps 
people avoid the social isolation from overbroad or undue guardianship, allowing 
them to be equally integrated into their communities, consistent with the CRPD, the 
Americans with Disabilities Act, 1990, and other laws and legal cases (e.g., 
Developmental Disabilities and Bill of Rights Act, 2006; Olmstead v. L.C., 1999; 
Rehabilitation Act of 1973, 2006).

The benefits of supported decision-making are illustrated by the experiences of 
Margaret “Jenny” Hatch, one of the first people in the United States who advocated 
and ultimately used supported decision-making as an alternative to guardianship. 
When Jenny Hatch was 29, she lived in her community, had a job, and had the sup-
ports she needed to be successful through friends and her church (Hatch, 2015).

Unfortunately, Jenny, who happened to have Down syndrome, was hit by a car 
while riding her bicycle and required an operation on her back to address her inju-
ries. Shortly thereafter, Jenny’s mother and stepfather filed a petition seeking full 
guardianship, asking the local state court to appoint them to take control over 
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Jenny’s life and to make all decisions for her. After a short hearing on the petition, 
the court placed Jenny under a temporary guardianship, pending a full trial, thereby 
removing her right to make all decisions about her life.

Jenny’s guardians were given the legal power to decide, at least for the time 
being, where she lived, who she saw, how she spent her time and money, what (if 
any) healthcare she received, and what type of education, living, and employment 
services she was provided (Ross et al. v. Hatch, 2013). As Jenny wrote about this 
period in her life:

I was forced to live in a group home. I did not like it there. I didn’t feel safe there. I would 
tell everyone, but no one would listen. They took away everything that was important to me. 
I was not allowed to work at my job or see my friends. They would not even let me go to my 
church. My computer and my cell phone were taken away and I was not allowed to even call 
my friends…They told me I had to work at [a segregated ‘sheltered’ workshop]. I snapped 
snaps together all day and it was boring. I did not like it. I wanted my life back, but they told 
me to forget about my old life and move on with my new life. (Hatch et al., 2015, p. 66)

At her guardianship trial, Jenny presented evidence that she could make her own 
decisions, with the support of her friends and professionals she knew and worked 
with. She stated “I don’t need a [guardian]…I need help” (Vargas, 2013). To prove 
this, Jenny demonstrated to the court that she used supported decision-making rela-
tionships the same way most people, including people with and without disabilities, 
do to make decisions: They “seek advice, input, and information from knowledge-
able friends, family, or professionals so they may make their own informed choices” 
without the need for a guardian (Quality Trust for Individuals with Disabilities, 
2013). In addition, professionals called to testify in this case acknowledged that 
Jenny needs “assistance” to make legal, financial, and life decisions but that she 
could benefit from supported decision-making.

After hearing the evidence, the judge denied the petition for permanent, plenary 
guardianship. Instead, the judge restored all of Jenny’s right to make decisions in all 
areas of her life with the exception of health and safety decisions. For those deci-
sions, the judge appointed Jenny’s friends (not her mother and step-father) to be her 
limited guardians, for 1 year, to “assist [her] in making and implementing decisions 
we have termed ‘supported decision-making’” (Ross et al. v. Hatch, 2013). Jenny’s 
limited guardianship expired in August of 2014. Since that time, she has lived and 
worked where she wanted and become the inspiration and face of the Jenny Hatch 
Justice Project, which works to increase knowledge and access to supported deci-
sion-making across the country.

Jenny Hatch became known as “the rock that started the avalanche” of supported 
decision-making (Vargas, 2013). Her case was followed by many others (e.g., 
Commonwealth Council on Developmental Disabilities, 2017; King, 2020). In 
addition, there has been a marked increase in state legislation and policy recogniz-
ing and expanding access to supported decision-making.

In 2014, the Virginia General Assembly directed the state Secretary of Health 
and Human Services to “recommend strategies to improve the use of supported 
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decision-making in the Commonwealth and ensure that individuals…are consis-
tently informed about and receive the opportunity to participate in their important 
life decisions” (H.J.Res. 190, Reg. Sess. (Va. 2014)). In 2015, Texas amended its 
guardianship law to give legal recognition to supported decision-making as an alter-
native to guardianship (Tex. Est. Code § 1002.031). The law requires courts to find 
by clear and convincing evidence that a person cannot make decisions using sup-
ports and services before appointing a guardian (Tex. Est. Code § 1101.101(a)(D) 
and (E)). The National Guardianship Association (NGA), which represents over 
1000 guardians, conservators, and fiduciaries across the United States, has said 
“[s]upported decision making should be considered for the person before guardian-
ship, and the supported decision making process should be incorporated as a part of 
the guardianship if guardianship is necessary” (National Guardianship 
Association, 2015).

At the time this chapter was written, 11 states and the District of Columbia had 
passed laws formally recognizing supported decision-making as an alternative to 
guardianship and authorizing people with disabilities to enter into supported deci-
sion-making arrangements (Martinis et  al., in press). In addition, the federally 
funded National Resource Center for Supported Decision-making has engaged in 
and supported research and education in supported decision-making in every state 
(Blanck & Martinis, 2015).

 Social-Ecological Approaches to Supported Decision-Making

As highlighted, there has been significant movement in law and policy to articulate 
the fundamental right of people with disabilities to be involved in decisions about 
their lives. This is preventing situations like the one experienced by Jenny Hatch. It 
also has promoted valued outcomes of social-ecological models of disability, 
including self-determination and interdependence.

However, supported decision making is– as noted in the CRPD – a broad term 
that can include a range of formal and informal supports. As such, there is a critical 
need for frameworks to conceptualize how to design and deliver supports for deci-
sion making that are aligned with social-ecological models of disability. Such 
frameworks should recognize that support needs are defined by the interaction 
between the person, their current capabilities, and contextual demands.

Shogren and Wehmeyer (2015) proposed a framework for research and interven-
tion that addresses the diverse ways that supported decision-making can be imple-
mented. In this context, Shogren and Wehmeyer (2015) described supported 
decision-making “as a personalized process that changes over the life course and 
involves an array of supports that are based on, at any given point in time, the per-
son’s abilities and environmental demands for decision making” (p.  19). They 
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proposed that assessment and interventions to promote maximal participation in 
decision making must address three domains of emphasis: (a) decision-making 
abilities, (b) environmental demands for decision making, and (c) support needs for 
decision making.

Consistent with a social-ecological model, this framework for supported deci-
sion-making defines disability as a mismatch between personal competencies and 
current environmental demands, creating a need for individualized supports to 
achieve valued outcomes. Mismatches can occur, then, when the demands of medi-
cal, financial, and personal/social situations are not well-aligned with current 
resources and supports for a person with a disability. Such a mismatch creates a 
need for planned, thoughtful supports, which may involve technology, education, 
the involvement of others, or universal design in information and the environment 
(Thompson et al., 2009).

Therefore, it is the responsibility of the systems that support people with disabili-
ties to address such a mismatch. The systems must ensure that the person with IDD 
is consistently at the center of decision making about their lives, building legal 
capacity, promoting human agency, and providing needed supports. These supports 
should be individualized and strengths-based, not overly broad like guardianship, 
which is the focus of supported decision-making arrangements (Martinis & 
Blanck, 2019).

 Emerging Directions in Supported Decision-Making: Building 
Systems of Supports for Decision making Across 
the Life Course

So far, this chapter has highlighted emerging theory and legal directions as they 
relate to enabling supported decision-making. The next sections highlight emerging 
directions for actualizing supported decision-making in practice. This will include 
how assessment can be used to plan for the supports needed for decision making as 
well as the ways in which systems of supports can be created that enable people 
with IDD to self-determine the supports they need for decision making. Further, the 
subsequent sections highlight the role of people with disabilities as well as their 
supporters in the decision-making process, including family members, adult service 
providers, educators, legal professionals, and healthcare professionals.

Finally, we provide a case study written by a person with IDD who practices sup-
ported decision-making. In this case, he describes how he made a health-related 
decision and how he chooses his supports for decision making. This highlights the 
application of supported decision-making in practice and ways that systems of sup-
port can be created to enable supported decision-making.
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 Assessment to Guide Supports Planning

Building on the social-ecological framework for understanding supported decision-
making, we have engaged in efforts to devise new strategies to enable support teams, 
in which the person with a disability is at the center, to identify effective supports 
needed for decision making. Shogren et al. (2017c) described the development and 
refinement of the Supported Decision-Making Inventory (SDMI). Aligned with the 
three domains of a social-ecological model (decision-making abilities, environmen-
tal demands for decision making, and support needs for decision making) (Shogren 
& Wehmeyer, 2015), the SDMI includes three inventories that, together, form a 
system that can be used to identify and plan for supports needed in decision making. 
The result is to help enable people with disabilities to act meaningfully in supported 
decision-making arrangements.

Table 2.1 provides excerpts from each of the SDMI inventories. Section 1 is the 
Supported Decision-Making Personal Factors Inventory. Items in this section ask 
about feelings and experiences that a person has had that influence decision making 
and consists of six items. Section 2 is the Supported Decision-Making Environmental 
Demands Inventory. It includes ten items that enable support teams to determine the 
degree to which supports and opportunities are available for the person to engage in 
decisions about health, legal matters, financial matters, social/friendship relation-
ships, and independent/community living. Section 3, the Decision-Making Supports 
Inventory measures the extent to which the person needs supports in aspects of the 
decision-making process and consists of 12 items.

In developing the SDMI, systematic reviews of the literature were undertaken 
(Shogren et al., 2017a, c; Uyanik et al., 2017) and used to guide item development 
within each of the three inventories. It is intended that the SDMI be used on a rou-
tine basis to collect and regularly evaluate information about needed supports for 
decision making, particularly as there are changes in environmental demands. 
Examples of such changes could include the emergence of a new employment 
opportunity that impacts a person’s finances or the onset of a new health condition 
that impacts medical decisions.

In reviewing the literature, existing definitional frameworks for decision-making 
abilities were synthesized, as were factors identified in the literature as influencing 
decision making. Further, issues related to environmental demands, particularly the 
risks and complexities associated with decisions in specific domains including 
health, legal, financial, social relationships, and community living, were summa-
rized. Research and existing assessment practices from the fields of special educa-
tion, psychology, social welfare, legal studies, and gerontology informed the 
development of the assessment (Shogren et al., 2017a).

The SDMI is completed as an interview with a person with a disability, with sup-
porters chosen by the person who is engaged in the process of providing support for 
responses and an understanding of contextual factors. The goal of the SDMI is to 
provide a meaningful assessment tool that may be utilized by planning teams in any 
context to attempt to understand and support agency and self-determination in 
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Table 2.1 Excerpted items from the Supported Decision-Making Inventory

Section 1: Supported Decision-Making Personal Factors Inventory

Part A: Feelings 

1. People in my life care about me.
Not at All True 1   ------------- 2   ------------- 3   ------------- 4   ------------- 5   Very True 

Part B: Experiences 

1. To what degree have you had chances to be involved in decisions? 
Low 1   -------------- 2   -------------- 3   -------------- 4   -------------- 5   High

Section 2: Supported Decision-Making Environmental Demands Inventory

1. To what degree are there opportunities available for you to make high risk and/or 
complicated decisions about your health? 
Low 1   -------------- 2   -------------- 3   -------------- 4   -------------- 5   High

2. To what degree are there supports available to enable you to make high risk and or/ 
complicated decisions about your health?
Low 1   -------------- 2   -------------- 3   -------------- 4   -------------- 5   High

Section 3: Decision Making Supports Inventory 

1. I understand why a decision needs to be made.
Level of Support Needed (the support you need to do this)
Low 1   -------------- 2   -------------- 3   -------------- 4   -------------- 5   High

2. I identify options for my decision that I know about.
Level of Support Needed (the support you need to do this)
Low 1   -------------- 2   -------------- 3   -------------- 4   -------------- 5   High

Reprinted with permission, © Kansas University Center on Developmental Disabilities 

decision making. Based on responses, supporters and planning teams can better 
understand needs, environmental demands, and ways to enhance autonomy and 
agency over decision making, selecting supports aligned with the person’s prefer-
ences, interests, values, and needs. After obtaining an understanding of the needs 
and environmental demands in the decision-making process, the next step is to iden-
tify the types, intensity, duration, and frequency of supports that may be put in place 
to address those areas of needed supports and the roles of the person with disabili-
ties and their supporters.
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 Role of the Person with Intellectual and Developmental 
Disabilities in Supported Decision-Making

Decision making in a supported decision-making framework starts and ends with 
the person who is making the decision. It is important to remember that while all 
people need support to make decisions, people with IDD may need additional sup-
ports for decision making. However, such support needs do not change the right and 
ability of people with IDD to be engaged in this process. Additionally, all too often, 
people with IDD have not had the opportunity to make decisions and may need sup-
ports throughout the life course to access and engage with opportunities to learn and 
apply the steps involved in making decisions.

When designing interventions and systems of supports, it is critical to support 
people with IDD to evaluate what they need to make and enact their decisions. 
Assessment tools such as the SDMI can assist people with disabilities and their sup-
porters in identifying areas of need (Shogren et al., 2019). For people with IDD to 
identify needed supports, a systematic exploration of their preferences, interests, 
values, and beliefs related to the decision may also be necessary, particularly if their 
decision-making opportunities have been limited. Table 2.2 presents a process that 
can be used to support people with IDD in the decision-making process consistent 
with Shogren and Wehmeyer’s (2015) framework (described previously).

Table 2.2 Decision making and support planning process

Social-ecological 
framework Decision making and supports planning process

Person making 
the decision

1. Recognize circumstances that indicate a decision needs to be made
2. Identify the goal which the decision is in service of
3.  Identify interests, strengths, and values pertaining to the decision. (added 

for support planning)
Context of the 
decision

4. Assess the complexity of the decision. (added for support planning)
5.  Generate options that would address the circumstances which necessitate 

making the decision
6.  Determine the consequences of each option and the probability that the 

consequence will occur
7.  Understand the importance of each option to the person making the 

decision and the degree to which each consequence is acceptable
8. Select the most attractive option based on the analysis
9.  Assess environmental factors that could impact making or enacting the 

decision (living arrangement, opportunity to make decisions, family 
attitudes about decision making; added for support planning)

Supports needed 
for the decision

10.  Evaluate the demands of the decision and the degree to which abilities of 
the person match (added for support planning)

11.  Identify supports necessary to bridge the gap between the demands of 
the decision and the abilities of the person (added for support planning)

Reprinted with permission, © Kansas University Center on Developmental Disabilities
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 Role of Families in Supported Decision-Making

Family members play a critical role in promoting self-determination and supported 
decision-making in two ways. First, at younger ages, family members can provide 
opportunities for the person with IDD to make decisions in a safe environment 
(Grolnick, 2009; Palmer et al., 2013). In this role, family members can support a 
person’s decision-making capacity development by enabling children and adoles-
cents with IDD to make decisions and experience the result of the decisions, with 
supports and feedback.

The family member can then reflect with the person with IDD to support them in 
learning from the decision and considering how they can apply what they have 
learned to future decisional opportunities. For example, if a person has a goal to 
meet other kids their age and makes a decision to play on a baseball team to make 
new friends, the family member could support reflection by saying, “I’m proud of 
you for giving baseball a try. Did it help you meet new kids?” Conversely, if the 
person ends up not enjoying baseball and does not interact with other kids, the fam-
ily member could still acknowledge the risk by saying, “I’m proud of you for trying 
baseball,” but could then support developing other options to achieve the goal by 
saying, “It didn’t seem like you enjoyed playing baseball, though. Maybe we can 
find a different club based on your interest in animals where you can make friends.”

The second way family members can support decision making is by ensuring 
that the person with IDD has a broad range of experiences throughout the life course 
on which to base decisions (Grolnick, 2009; Palmer et al., 2013). If the person needs 
to gauge possible outcomes from different decisions, families can promote the 
experiences necessary to analyze the possible outcomes. In the above example, fam-
ily members were ensuring the person had these opportunities by encouraging try-
ing baseball, and then encouraging the person to try something different based on 
their other interests when that was not the best fit and reminding the person that 
there were other ways to achieve the goal of making friends during a social activity. 
Such opportunities and supports for understanding preferences, exploring options, 
and making increasingly complex decisions can be supported by families through 
the life course, promoting engagement in decision making and greater community 
participation outcomes (Millar, 2003; Shogren & Turnbull, 2006; Shogren & 
Wittenburg, in press).

 Role of Support and Service Providers in Supported 
Decision-Making

For many people with IDD, interaction with service and support providers occurs on 
a daily basis. Support providers, including direct support professionals, case man-
agers, or other people involved in planning for and delivering individualized sup-
ports to meet the needs of people with IDD are well-positioned to play a role in 
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providing supports needed to engage people with disabilities in decision making 
and to promote self-determination (Hewitt & Nye-Lengerman, 2019). However, 
support providers often lack training to do so (Hewitt et al., 2013). Additionally, 
provider organizations and staff often view their role as that of a caregiver rather 
than as a promoter of self-determination, which complicates efforts for supporting 
decision making (McConkey & Collins, 2010) and necessitates new and different 
training and support frameworks for service and support providers.

When support providers are trained to promote self-determination, evidence sug-
gests that people with IDD have better outcomes related to enacting their decisions 
and are engaged in more meaningful community activities (Cudré-Mauroux et al., 
2020; Mansell et al., 2008). Ongoing work is needed to align emerging directions in 
supported decision-making with training for direct support professionals, case man-
agers, and others who are responsible for ensuring a person with a disability receives 
the supports they need and want. Current efforts are underway to conceptualize such 
training, which focus on (a) how to support the person with IDD to follow the 
decision-making and support planning process outlined in Table 2.2, (b) how to sup-
port the person to enact the decision they made even if the supporter does not agree 
with the decision, and (c) how to support the person to reflect on the decision made 
and the outcomes.

 Role of Educators in Supported Decision-Making

As students who receive special education services reach the age of majority (which 
is usually 18, but can vary by state), the Individuals with Disabilities Education Act 
(IDEA, 2004) requires schools to notify parents/guardians that the educational 
rights previously afforded to them will transfer to the student once they reach the 
age of majority (National Council on Disability, 2019). If the student continues to 
receive special education services after they reach the age of majority, they will 
automatically become the legal decision maker for all educational decisions, includ-
ing consenting to re-evaluations, agreeing to changes in educational placement, and 
signing the Individualized Education Program (IEP) put forth by their educa-
tional team.

If students who have reached the age of majority need support to make educa-
tional decisions, options that do not require guardianship exist, such as having an 
educational representative. However, research suggests that educational profession-
als (e.g., special educators, transition coordinators) often recommend that parents/
guardians seek guardianship during the transfer-of-rights period, particularly for 
students with intellectual and developmental disabilities (Jameson et  al., 2015; 
Kanter, 2015; National Council on Disability, 2019). As mentioned previously, 
there is limited data on guardianship, limiting the identification of definitive reasons 
for the threefold increase in guardianship since 1995 (Reynolds, 2002; Schmidt, 
1995; Uekert & Van Duizend, 2011). Some hypothesize that one of the factors 
relates to IDEA’s transfer-of-rights requirements that necessitate that educational 
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professionals merely notify parents/guardians instead of also informing them of the 
full range of decision making options, including supported decision-making 
(National Council on Disability, 2018).

Under this hypothesis, parents may tend to accept the suggestion from educa-
tional professionals and seek guardianship arrangements to avoid losing the right to 
be involved in making educational decisions for their child. Patterns in recent data 
suggest this is plausible, as young adults aged 18–22 with developmental disabili-
ties receiving state supports and services were the most likely (more so than even 
adults over 75) to be under guardianship arrangements (National Association of 
State Directors of Developmental Disabilities Services and Human Services 
Research Institute, 2017). This evidence suggests a “school-to-guardianship” pipe-
line (National Council on Disability, 2019, p. 29). As with support and service pro-
viders, these findings are likely due to a lack of information and training. This 
explanation is supported by themes that emerged from a focus group study that 
included special educators who worked with transition-age youth with disabilities, 
who suggested they did not learn about guardianship or other options during their 
teacher education programs and did not know how to communicate about alterna-
tives (Millar, 2007).

Researchers and others have advocated for an amendment to IDEA that would 
require schools to provide students and their families with information about the full 
range of decision-making options during the transfer-of-rights period, including 
supported decision-making (Raley et al., in press). This policy change would prompt 
teacher education programs as well as schools to provide training to pre- and in- 
service educators on alternatives to guardianship, including supported decision 
making, to support students with IDD and their families.

Additionally, some school districts have taken action to interrupt the school-to- 
guardianship pipeline and promote the use of supported decision-making. For 
example, the District of Columbia Public Schools offers students and families sup-
ported decision making as an option as a part of their educational planning and 
supports for students as young as those in pre-K.  Educational professionals are 
encouraged to collaborate with the student and their family to identify supports 
needed for success across educational environments, develop a plan to promote 
decision-making skills, and enable the student to make decisions with the support of 
people they trust.

However, in the absence of a district-wide protocol for enhancing supported 
decision-making, educational professionals can encourage their students with IDD 
to engage in supported decision-making. This can be accomplished by discussing 
the student’s strengths and abilities regarding decision making and through supports 
for families to learn about alternatives to guardianship that can provide the support 
the student needs without removing their legal capacity and right to decision mak-
ing. Strategies for facilitating these conversations are being developed, but need 
ongoing exploration and evaluation (Millar, 2014).
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 Role of Legal Professionals in Supported Decision-Making

When family members or others petition to become a guardian of a person with 
IDD, legal professionals are in an ideal position to educate and provide information 
on least restrictive alternatives, such as the use of supported decision-making. 
Across most states, guardianship laws state that guardianship should be used as a 
last resort (Martinis & Blanck, 2019), implying that other options to support the 
decision-making process have been tried and shown not to work. Yet, the rising 
number of people under guardianship in the United States calls this into question.

To address this area of need, the American Bar Association, with assistance from 
the National Resource Center for Supported Decision-Making, created the 
PRACTICAL guide to support attorneys in analyzing guardianship cases and con-
sider least-restrictive alternatives (American Bar Association, 2016). This tool was 
designed to be used in client interviews to determine supports that could be used to 
enable the person with IDD to make their own decisions and maintain their legal 
right to decision making.

PRACTICAL is an acronym for the steps attorneys should take to support their 
client in identifying the least-restrictive alternative to guardianship: (a) presume 
guardianship is not needed; (b) reason (clearly identify the reasons for concern); (c) 
ask if a concern may be caused by a temporary condition; (d) community (deter-
mine if concerns can be addressed with community resources, including family 
supports); (e) team (ask the person if they have a team to support making-decisions), 
(f) identify the person’s strengths in decision making, (g) challenges (screen for 
concerns related to identified supporters); (h) appoint a legal supporter who has the 
person’s trust; and (g) limit an unnecessary guardianship arrangement (American 
Bar Association, 2016). Legal professionals can use and apply this framework in 
their work and in conversations with people with IDD, their families, and their sup-
porters to ensure that the range of options is understood and considered and that 
alternatives such as supported decision-making are explored prior to pursuing 
guardianship arrangements.

 Role of Healthcare Professionals in Supported Decision-Making

The previous two subsections on educators and legal professionals mainly focused 
on policies and practices to limit the use of guardianship and promote the use of 
supported decision-making, given the role of educators and legal professionals in 
this process. While these issues can also be relevant for healthcare professionals 
who are involved in discussions about guardianship, healthcare professionals also 
have a key role to play in engaging people with IDD in decision making about medi-
cal- and health-related issues. Therefore, we focus in this section on how healthcare 
professionals can use supported decision-making in practice. Some of these prac-
tices may also be relevant for educators and legal professionals.
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Medical and health decisions can be complex, and certain decisions can be asso-
ciated with a high degree of risk and complexity, particularly with regard to weigh-
ing different consequences or options. Additionally, medical information, if not 
presented in plain language, can be difficult to understand, and many people both 
with and without disabilities often need support from a trusted loved one or friend 
to process the complexity of medical decisions and the information provided. People 
with IDD are similar in this respect. However, there are practices that healthcare 
professionals can adopt to support people with IDD to make their own medical and 
health decisions (Martinis & Blanck, 2019; Shogren et al., 2017a).

One critical first step is to ask the person with an IDD how they would like to be 
supported as they interact with health professionals and make health and medical 
decisions. People with IDD may prefer to have a trusted supporter attend and par-
ticipate in health-related visits. Depending on the age of the person, healthcare pro-
fessionals may be hesitant to allow supporters in the exam room based on privacy 
laws such as the Health Insurance Portability and Accountability Act (HIPPA). 
However, while HIPPA protects a person’s right to privacy, a person may waive that 
right and identify people with whom medical information can be shared, and sup-
ports should be readily available to enable these options.

If the person agrees to share information with their trusted supporter, healthcare 
professionals can have less concern about violating HIPPA. If professionals are still 
hesitant, a person can draft, sign, and notarize their own HIPPA release or authori-
zation stating that they allow their trusted supporter to have access to medical and 
health information. One consideration for large medical facilities is where to store 
such a HIPPA release. Many electronic health records do not store this information, 
or it is difficult for healthcare professionals to retrieve it, so healthcare professionals 
may need to put procedures in place to ensure a person’s support preferences are 
honored. Finally, people with IDD can be encouraged to be a full partner in medical 
and health decisions if healthcare professionals ask questions and talk directly to the 
person with IDD rather than the supporter, even if the supporter may provide the 
answer to questions.

 Cross-System Supported Decision-Making: Culture 
of Coordinated Support Model

An emerging best practice in supporting people with disabilities to make their own 
decisions and identify and receive the services and supports they need to do so is the 
Culture of Coordinated Support Model (Martinis & Gustin, 2017; Shogren et al., 
2019). In the Culture of Coordinated Support Model, people with disabilities, their 
families, and professionals work together (such as those listed above) and collabo-
rate and coordinate their efforts by holding joint planning meetings and jointly 
developing individualized support plans with cross-system goals, objectives, and 
services based on the person’s strengths, needs, and interests (Martinis & Gustin, 
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2017). This brings together the multiple stakeholders that play a role in building 
systems of supports for decision making and the use of supported decision-making 
in practice.

Supported decision-making is a critical component of the model because most, if 
not all, supports and services provided to and used by people with disabilities 
require forms of supported decision-making. For example, the student-led 
Individualized Education Program (IEP) in special education, informed choice in 
the vocational rehabilitation Individualized Plan for Employment process, and 
person- centered planning in Medicaid waiver individualized support planning, each 
require people with disabilities, families, and professionals to work together to 
ensure that the person is aware of his or her situation and options so that the person 
may choose his or her goals, objectives, and supports, which are the central tenets 
of supported decision making (Martinis & Blanck, 2019). By enabling the cross- 
system use of supported decision-making and sharing of information and resources, 
the Culture of Coordinated Support Model empowers people with IDD and profes-
sionals to coordinate and collaborate on their efforts, increasing the breadth of sup-
ports available while increasing system-wide efficiency and effectiveness (Martinis 
& Blanck, 2019).

One Vermont high school, vocational rehabilitation agency, and Medicaid waiver 
provider joined together to create a unified Culture of Coordinated Support system 
empowering people with IDD to use supported decision-making to identify, plan 
for, and receive their educational, employment, and community living supports and 
services (Martinis et al., 2019). After creating joint support plans, the person, his or 
her family, and agencies coordinated plan implementation and regularly communi-
cated to address problems as they arose and updated goals and supports as needed. 
After 1 year, the agencies surveyed program participants – including students, par-
ents, teachers, counselors, and other professionals  – for their impression of the 
model and its impact. The initial results were positive, although more research is 
needed that allows for more rigorous evaluation of the impact of the Culture of 
Coordinated Support Model on student outcomes:

• 86% of respondents strongly agreed or agreed that the Culture of Coordinated 
Support Model helped prepare students for life after high school.

• 100% strongly agreed or agreed that the Culture of Coordinated Support Model 
improved the supports provided to students.

• 73% strongly agreed or agreed that the model was an easy process.
• 93% strongly agreed or agreed that the model has increased the amount of sup-

ports and services that students received.
• 100% strongly agreed or agreed that the model helped identify student needs.
• 100% strongly agreed or agreed that the model provided better supports to meet 

student needs.
• 93% strongly agreed or agreed that the Culture of Coordinated Support Model is 

a good use of planning meetings.
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 Case Example of Supported Decision-Making in Practice

Putting each of the pieces of the social-ecological model into place to enable mean-
ingful applications of supported decision-making can be complex in the day-to-day 
lives of people with disabilities and those that support them. However, there are 
clear examples of this occurring (Hatch, 2015; Hatch et  al., 2015; Martinis & 
Blanck, 2019; Shogren et al., 2019). In the sections that follow, our co-author who 
has lived experience with IDD shares how he makes decisions and chooses supports.

Brad specifically discusses how he uses supported decision-making in making 
decisions about his eating habits to meet his goal of better health. He also describes 
ways his supporters help him enact his decisions. While Brad chose and had been 
closely connected to his supporters for years before this specific decision, the case 
also highlights the traits Brad finds important in a supporter, such as being nonjudg-
mental, recognizing that occasional deviations from the plan are acceptable, and 
offering advice but recognizing that Brad is the final decision-maker. It also shows 
how Brad has evaluated the supports that enable him to implement his decision so 
that he can use what he learns to inform future decisions and supports.

Brad’s story is organized with headers that reflect the social-ecological model 
and the decision making and support planning process proposed in Table 2.2. The 
text in this section consists of Brad’s words in italics. Occasionally, Brad’s co-
authors have inserted comments, with Brad’s permission, in brackets to highlight 
concepts described in the chapter.

 Person Making the Decision

Decision making process Steps 1 and 2: Brad recognizes that a decision needs to be 
made and identifies the goal that his decision is in the service of.

I had a friend of mine pass away suddenly. He still ate the bad stuff up to the day that he 
passed. He would just live off of frozen food. It took me a long time to get to the point to say 
I needed to do something [about my eating habits], but that event helped me. Then, it finally 
clicked one day and I said “if I don’t do anything now things [my health] will get worse.” I 
had to stop drinking soda and start eating healthier. I had one particular day at home when 
I was looking in my recycle bin and I realized that I had like 10 or 15 pop bottles and I said 
“I’ve got to stop. I’ve got to do something different.” I’ve tried different diet things as I was 
growing up, but nothing ever seemed to stick because I can never see the weight actually 
coming off. So, my two main supporters helped me look around for something that I thought 
would work. The food choices I make now have helped me take off weight and I feel a lot 
better. So, once you see something that really starts working that really motivates you to 
continue.

Step 3: Brad identifies his interests, strengths, and values pertaining to the decision.

After my friend died, living longer and healthier really became important to me, so I got 
motivated. I didn’t think about it much before. I like eating a lot of different kinds of food, 
so I knew that if I found something that I thought worked, I could stick with it. One other 
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thing, I’m a really social person and I have a lot of people I like to hang out with. Getting 
my morning coffee is important to me. And, I wanted to still go out to eat with my friends. I 
knew I couldn’t do it as much as I was, but if this was going to work, I still needed to eat 
with my friends.

 Context of the Decision

Step 4: Brad describes the complexity of finding and maintaining a healthy lifestyle 
that would work for him.

As I said, I tried a lot of different diets in my life, but nothing ever stuck. I couldn’t ever see 
the weight coming off, and it was too much work to keep up with everything. I needed some-
thing that was easy. That I didn’t have to spend all of my time thinking about. There’s so 
much out there about diets and a lot of them wouldn’t work for me, so I needed people who 
knew me really well and who knew what was important to me to help narrow down my 
choices. It had to be something where I could go to the store and find things and that the 
people who help me cook could make. Also, I still wanted to go out to eat sometimes.

Steps 5–8: Brad generates options, identifies the consequences and importance of 
each option, and selects the most attractive option.

I knew that if I didn’t do anything or if I didn’t find something I could stick to, I would end 
up like my friend, so I really wanted something I could stick to. Finally, I found an option 
where I liked the food I could eat, and I talked with the person who helps me cook and she 
could make the recipes, so it seemed like a good one to try.

Step 9: Brad assesses environmental factors that can impact decision making. Brad 
recognizes that the supporters that help him enact decisions are a key part of his 
environment. And, he describes his approach for identifying people he will ask for 
support with decisions. Finding supports that will honor decisions and support the 
decision-making process is critical to him.

In general, it’s important to me to pick people who I can get along with and who I think will 
support my decisions – not try to talk me into their decisions. I think the way that I make 
that decision is thinking about, “What did they [the supporter] do for me?” Sometimes 
there are certain supports that you can ask certain people for and then if you ask another 
person they might not be receptive to it. I think that’s how I make my decisions about sup-
porters – just by looking at the reaction [from someone] and [observing] how they respond 
when you ask specific questions. I think part of it is a feeling I get. I use my sense of humor 
a lot to get me through a lot of things and so I like it when people understand my sense of 
humor and don’t get offended. So, it’s kind of like you get a feel for the person and if they 
are resistant and don’t want to do anything for you or they come up with excuses about not 
doing something. And that also gives me a sign as well.

I have a small group of people that I really trust who support me with my decisions. I can 
bounce ideas off of them and get their feedback, but I end up making the final decision for 
myself. I like keeping my group small because I don’t like a bunch of people knowing my 
business on a day-to-day basis. For day-to-day health decisions, like maintaining my diet, I 
usually rely on one person. She’s the person who has been with me the longest and still 
supports me with direct care, so I see her a lot. What’s cool is that she and one other person 
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who I’ve known a long time are going to be the two people that, if I pass away or if I end up 
in a situation where I need a medical decision made and I cannot do it, they’ve agreed to do 
it for me.

 Supports Needed for the Decision

Step 10: Brad evaluates the demands of the decision and the degree to which his 
abilities match.

My diet is part of a lifestyle change that involves staying away from rice, bread, pasta, and 
potatoes. With this lifestyle, the thing I like about it is that the decisions are easy – no pota-
toes, no rice, no bread, no pasta. Once you get those four groups out of your head there’s 
plenty of alternatives. I’ve learned to replace my rice with cauliflower rice or cauliflower 
and then there’s some others as well. But, a lot of times my supporter helps me with my 
meals. Even if the main decisions are easy, I need help finding the right stuff in the store. 
Also, I can do my own shopping, but it’s easier to buy the bad stuff, and I like to have some 
help. I’m also not good around stoves, so need some help cooking.

Step 11: Brad identifies supports necessary to bridge the gap between the demands 
of the decision and the abilities of the person. Brad’s supports include everyday sup-
ports like shopping for the right foods and cooking and also psychosocial supports.

My main supporter, who has been with me the longest, is the one that usually helps me with 
most of my grocery shopping and making sure that I get the right foods. Not that I can’t go 
buy my own things, but we set it up to where we’ll buy enough so I can get by a couple weeks 
without having to go every week and get groceries. She is really helping me recognize the 
good stuff and it’s funny because when I first moved out on my own, I was eating all the bad 
stuff because it’s easy to throw it in the microwave. One of the things that I struggle with is 
that I’m not very good around hot stoves and stuff like that. We’ll cook once and store food 
for a couple of weeks, so I know I’ll have food. It’s also good to have just a certain number 
of meals a week that I could just take out and put in the oven.

Also, sometimes I really crave the bad stuff and eat it anyway. Then I start to feel pretty 
down about myself and need someone to talk about things with. Another thing she helps me 
with is to not get down on myself. One day when she came over I finally had to say, “Hey, 
I’ve started to pick up caffeine again (pop)” and I was feeling like, man, I did all this work 
and I’m certain I’ll get the craving again for pop and she told me don’t worry about it. 
Having one every once in a while is not the end of the world. So that helped me to under-
stand moderation. It’s just one of those things and so right now I just don’t feel so bad that 
if I have picked up something that I shouldn’t. All of these supports together help me make 
the decisions I want to, on a regular basis and move me toward my goal of being healthy.

 Conclusions

This chapter provided an overview of supported decision-making and its emergence 
in the disability field, including the role of strengths-based, social-ecological mod-
els of disability in enabling increased attention to supported decision-making. We 
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highlighted theory and legal directions as they relate to actualizing supported deci-
sion-making in practice and how supported decision-making challenges current 
other-directed decision-making models, such as guardianship. In highlighting ways 
that multiple stakeholders including people with disabilities, family members, edu-
cators, legal professionals, health professionals, and support and service providers 
can enable supported decision-making, we emphasized ways that systems of sup-
ports can be coordinated to promote not only supported decision-making but also 
enhanced self-determination, quality of life, and community participation. Through 
the voice of a self-advocate, we emphasize the real and meaningful impacts this has 
in people’s lives, and what it means to keep the person with a disability at the center 
of the process in the short- and long-term.

In moving forward, it is critical to continue to ensure that support systems, and 
the stakeholders that act as supporters, are prepared to support and enable the deci-
sion making of people with IDD. Resources have been put in place (e.g., supported 
decision-making forms that can be used by school systems, the PRACTICAL guide, 
the Culture of Coordinated Support Model, the Supported Decision-Making 
Inventory), but more work is needed to ensure that the least restrictive alternative to 
guardianship is available and implemented to protect the person’s basic human and 
civil right to make decisions in their lives. Research that identifies the most effective 
strategies to enable supported decision-making, including the most effective combi-
nation of supports that target people with disabilities as well as their supporters, is 
also critically needed. Researchers and practitioners can focus on developing and 
evaluating resources that are informed by the experiences of self-advocates to 
enable them to promote supported decision-making on a day-to-day basis. The inte-
gration of these options into legislation is critically needed to make supported deci-
sion-making an option in legal practice (i.e., as an alternative to guardianship) and 
in systems of supports (i.e., building systems of support for supported decision-
making). For example, policy changes are needed that enhance the legal authority of 
supported decision-making (e.g., amendments to state guardianship laws, IDEA), 
and educational materials for legal professionals, educators, health professionals, 
and service and support providers on cases like Jenny Hatch’s that demonstrate the 
power of self-advocacy with support from trusted professionals and the feasibility 
of alternatives to guardianship are needed. Research is then needed on the impacts 
of such policy changes and educational materials on access to supported decision-
making arrangements.

Relatedly, ongoing work is needed to tell the story of people with IDD who use 
supported decision-making in their lives to position supported decision-making as 
the default option for the decision-making process instead of plenary guardianship, 
such as the perspective shared in this chapter. Such efforts will enhance what is 
known from the research literature and enable all members of our society to better 
understand the day-to-day practices used by people with IDD, by family members, 
and by supporters to actualize supported decision-making across life domains. 
Researchers must build on this knowledge and experience to develop and test sup-
ports derived from a strengths-based, social-ecological model, identifying the most 
effective ways to jointly address decision-making abilities, environmental demands, 
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and support needs for decision making. Such work should be applied to continue to 
build available resources and tools for enhancing participation and self- determination 
in supported decision-making arrangements and to systematically evaluate the 
impact of supported decision-making on self-determination, participation, and qual-
ity of life outcomes.
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Chapter 3
Promoting Decision Making Capabilities 
in the Healthcare of Adults 
with Intellectual and Developmental 
Disabilities: Ethics and Practice

William F. Sullivan, John Heng, and Michael Bach

 Introduction

Adults with intellectual and developmental disabilities (IDD) are likely to be found 
on the margins of healthcare systems. They experience high rates of poverty, exploi-
tation, and trauma (Brucker & Nord, 2016; Byrne, 2018; Hughes et al., 2012). Many 
are socially isolated (Hurd et al., 2018). Their health needs, which often are multiple 
and complex, can go unrecognized and unaddressed (Hughes-McCormack et al., 
2018; Sullivan et al., 2018; Williamson et al., 2017).

These challenges are compounded by experiences that such adults have of being 
on the periphery of decision making regarding their own health  care (Hoole & 
Morgan, 2011). Potvin et al. (2019) found that support to navigate health systems 
and person-centered care (e.g., respect for decision-making capabilities, communi-
cation, rapport, and advocacy) were what adults with IDD said they needed to better 
access primary care assessments. When deemed to lack capacity to make healthcare 
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decisions on their own, adults with IDD usually have these decisions made for them 
by healthcare providers and caregivers, often informally, and by legally recognized 
substitute decision-makers or surrogates.

Recently, supported decision making has been proposed as an approach to 
healthcare decision making that challenges fundamental premises of contemporary 
Western bioethics and health law, as well as prevalent healthcare practices. 
Supported decision making is sometimes confused with shared decision making, 
which is a well-established aspect of person-centered healthcare. The main differ-
ence between these two approaches is that, in shared decision making, the person 
needing healthcare is assessed to meet the criteria of legal capacity for healthcare 
decision making, whereas in supported decision making, the person requires the 
help of one or more supporters to meet those criteria.

This chapter (a) elaborates on supported decision making in healthcare, (b) dis-
cusses some possible philosophical and ethical underpinnings of this approach, (c) 
concludes that a supported decision making approach affirms the inherent dignity of 
persons with IDD and can enable them to make and authorize healthcare decisions 
in a way that is legally recognized, and (d) will give examples of and helpful tools 
for implementing supported decision making in healthcare practices. Further inquiry 
is needed, however, regarding specific barriers to and facilitators of these practices.

 Supported Decision making in Healthcare

There is no universally accepted definition of supported decision making in health-
care publications (Davidson et al., 2015). The term is sometimes used, broadly, to 
refer to an aspect of person-centered approaches to healthcare, which aim to be 
supportive of persons when they make healthcare decisions. Understood in this way, 
supported decision making overlaps with what good clinicians are accustomed to 
doing when they determine with persons their unique health needs and collaborate 
with persons and their caregivers in shared decision making concerning the person’s 
goals of care and treatment options (Simmons & Gooding, 2017).

In disability law and policy, however, advocates mean by supported decision 
making something specific. It is an approach that recognizes the authority of per-
sons to make decisions with the help of close persons whom they trust and who 
know them well (let us call them decision-making supporters) (Bach & Kerczner, 
2010; Dinerstein, 2012). This understanding of supported decision making has only 
recently been applied in health care (Sullivan & Heng, 2018). Both shared decision 
making and supported decision making aim to enhance communication and pro-
mote collaboration between healthcare providers and persons needing health care to 
reach agreed-upon goals and plans of care; however, in shared decision making, 
consideration should also be given to how adults with IDD might need to be accom-
modated and supported in order to participate in this process. The Primary Care of 
Adults with Intellectual and Developmental Disabilities: 2018 Consensus Guidelines 
state that “Capacity for decision making is relational. Many patients with IDD can 
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participate to some extent in decision making if provided with accommodations and 
supports by health professionals and family and other committed caregivers” 
(Sullivan et al., 2018, p. 259).

The significance of supported decision making is both ethical and legal. 
Recognizing someone’s capabilities and authority to make decisions is associated 
with respecting both their moral agency and status as a person equal to other per-
sons before the law. Both of these are linked to respecting the social standing of 
persons with disabilities and their full inclusion and participation in society.

A major impetus to adopting supported decision making in law has been the 
United Nations’ Convention on the Rights of Persons with Disabilities (CRPD), 
hereafter abbreviated to Convention. A total of 182 states are party to the CRPD as 
of July 2021. Article 12(1) obliges states party to the Convention to recognize the 
right of persons with disabilities “to enjoy legal capacity on an equal basis with oth-
ers in all aspects of life” (United Nations, 2006, p.  10). Article 12(3) of the 
Convention stipulates that persons with disabilities should have “access to the sup-
port they may require in exercising their legal capacity” (United Nations, 2006, 
p. 10). According to the Convention, therefore, legal capacity is not only a right that 
persons with disabilities hold and should enjoy in common with other human 
beings. It is also a right that can be exercised and acted upon by all persons with 
disabilities, regardless of the type or severity of their impairments. The decisions 
that they arrive at, with supports as needed, should be legally recognized.

In its General Comment No. 1, the United Nations Committee on the Rights of 
Persons with Disabilities states that, under the CRPD, “States parties’ obligation to 
replace substitute decision-making regimes by supported decision making requires 
both the abolition of substitute decision-making regimes and the development of 
supported decision-making alternatives. The development of supported decision-
making systems in parallel with the maintenance of substitute decision making 
regimes is not sufficient to comply with Article 12 of the Convention” (United 
Nations Committee on the Rights of Persons with Disabilities, 2014, article 28, p. 6).

Several jurisdictions have changed or are beginning to change their legal frame-
works to recognize supported decision-making approaches, e.g., Peru, Colombia, 
some states in the USA, and some provinces in Canada. In these jurisdictions, sup-
ported decision making is being recognized as a complement or an alternative to 
guardianship and other substitute, surrogate, or proxy decision-making arrange-
ments in healthcare. Substitute decision-making arrangements, while well- 
entrenched in health law and health care in most countries of the world, take the 
authority for healthcare decisions away from persons who are deemed incapable or 
incompetent to make such decisions independently. In contrast, supported decision 
making would enable such persons to make healthcare decisions interdependently, 
i.e., with a range of accommodations, including those to address environmental 
sensitivities, stress, or barriers to communicating, training, and help from one or 
more decision-making supporters. Supporters can be trusted family members or 
others who know the person well enough to interpret the person’s authentic values 
and to help affirm, select, and execute decisions regarding treatment options that 
best align with these values.
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Decision making in healthcare is a process, the outcome of which is a decision to 
consent to or refuse treatments proposed by healthcare professionals. Some health-
care practices already involve persons as much as possible in the decision-making 
process regarding their healthcare. Nevertheless, as understood by the United 
Nations’ Convention, supported decision making entails a radical rethinking of who 
should authorize the treatment decisions of persons with IDD. It questions prevalent 
practices such as assessing persons for decision-making capacity or competence 
without considering their need to be accommodated or supported, substitute deci-
sion-makers or surrogates making decisions for persons who are deemed to lack 
capacity or competence when appropriate accommodations and supports are not 
offered to those persons, and involuntary medical treatments for such persons in 
their best interests when they are capable of refusing such treatments if provided 
accommodations and supports.

It is true that, in terms of outcomes, a person’s supported decision could resem-
ble a decision made on behalf of the person through a person-centered substitute 
decision-making process. For example, Daniel Sulmasy and Lois Snyder (Sulmasy 
& Snyder, 2010, p. 1947) have proposed a substituted interests model of substitute 
decision making that “promotes the patient as a unique person, in the context of his 
or her relationships, applying the patient’s authentic values, wishes, and real inter-
ests, as best they can be known.” Section 4 of the Mental Capacity Act of the United 
Kingdom (2005) stipulates that decision-makers on behalf of persons who are 
deemed to lack capacity under the law should act on those persons’ best interests. 
The Mental Capacity Act stipulates that, in so doing, substitute decision-makers 
should “permit and encourage the person [i.e., the patient] to participate, or to 
improve his ability to participate, as fully as possible in any act done for him and 
any decision affecting him.” Moreover, the substitute decision-maker should ascer-
tain, as far as is reasonable, “the person’s past and present wishes and feelings (and, 
in particular, any relevant written statement made by him when he had capacity), the 
beliefs and values that would be likely to influence his decision if he had capacity, 
and the other factors that he would be likely to consider if he were able to do so.” 
Legislation governing healthcare in several countries has similar provisions; how-
ever, most countries do not.

For advocates of supported decision making, there is a fundamental ethical and 
legal difference between supported and substitute decision making approaches in 
healthcare. In supported decision making, the agency and legal authority of the 
person who is supported to make a healthcare decision is retained and recognized. 
In substitute decision-making approaches, that agency and legal authority for the 
decision ultimately rests with the substitute decision-maker acting on behalf of the 
person. However much this substitute decision-maker involves the person in the 
decision-making process, and however closely the decision matches what the per-
son would have wanted based on the person’s authentic values, it is the authority of 
another person than the patient that is being recognized as having ethical and legal 
weight and significance. Supported decision-making practice cultivates the ethical, 
legal, and social recognition of a person’s agency in healthcare decision making, 
even if extensive decision-making supports are needed, including the interpretive 
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support of family and friends. To the extent that substitute decision making, how-
ever well-intentioned, diminishes a person’s legal recognition, it also diminishes 
these forms of recognition. Anderson and Honneth (2005) and Honneth (2007) con-
tend that substitute decision making constitutes systemic patterns of recognition 
that devalue a person’s inherent dignity and equality in the eyes of those who must 
legally address the person as an object of another’s care and decisions. They do not 
recognize such persons as subjects in their own right, however challenging and 
complex this may be.

It is important for healthcare providers, policy makers, and ethicists to attend to 
the perspectives of many persons with disabilities and their caregivers regarding this 
point. The claim is often made that designating persons with IDD to be incapable or 
incompetent to make certain healthcare decisions in no way undermines respect for 
their personhood or inherent dignity. What many persons with disabilities and their 
advocates are saying, however, is that they experience substitute decision making 
differently. They can see how substitute decision making organizes the social mis-
recognition of a person’s agency.

Audrey Cole, who has a son with a severe intellectual disability (ID), was an 
early advocate for legally recognizing supported decision making. Her persistent 
and pioneering work, together with that of her associates, lay the groundwork for 
Article 12 of the United Nations’ Convention. She writes: “Supported decision 
making is a formalization of the natural process that most of us use throughout our 
lives when making decisions: if we need help, we seek it. Few of us could say that 
we have never sought help or advice in making a decision. As long as our decision-
making capacity is not questioned in the legal sense, we are free to seek and use 
whatever help we need in reaching decisions. No matter how critical the decision or 
how little, we truly understand its implications. If we have the capacity to seek sup-
port and are able to express our decision, there is no obligation to declare the sup-
port we had in reaching it. This is not so for people whose cognitive capacity is 
questioned, whether because of the inherent limitations of ID, as in my son’s case, 
or because of diminishing cognitive capacity often brought on by age. Unlike the 
rest of us, to maintain equality, those two groups are required to prove that they can 
make decisions independently. If they cannot, they are typically headed for the legal 
oblivion of incapacity and guardianship…I believe that to be discriminatory” 
(Cole, 2019).

Hence, increasingly, persons with disabilities and their caregivers are regarding 
legal capacity as fundamental to their being recognized as equal to others in society. 
They view societal structures or practices that are predicated on individuals having 
to demonstrate that they possess certain cognitive abilities in order to enjoy the legal 
recognition of decision-making capacity as manifesting an ableist bias that is often 
not adverted to or acknowledged. These set up norms and standards that discrimi-
nate against persons who lack such abilities and position them at a relative disad-
vantage to others in society. What philosophical and ethical arguments underpin 
supported decision making? These often are not as well articulated as legal ones. In 
the next section, we attempt a coherent philosophical and ethical framework for 
supported decision making.
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 Philosophical and Ethical Underpinnings

 What Is Moral Deliberating and Deciding?

Bernard Lonergan (1972; 1988) has described human knowing as a composite of 
four distinct sets of cognitive operations that interact and are self-correcting: The 
first can be characterized broadly as experiencing data perceived by the senses or 
being aware of internal states and activities of consciousness; the second, as under-
standing or making sense of these data; the third, as judging, when we weigh the 
adequacy of evidence and check our understanding; and the fourth, as deliberating 
and deciding, when we aim to know what is good or worthwhile, and commit to act 
or refrain from acting in certain ways to attain it concretely (Lonergan, 1972; 1988, 
pp. 18–21). It is this fourth set of operations, which though related to and dependent 
on the others, constitutes us as moral subjects who encounter our world and act on 
it, for good or ill. In so doing, our decisions and actions shape the unique person that 
we each are and will become (Lonergan, 1996).

Deliberating and deciding, like the other cognitive operations, are intentional 
operations. Elizabeth Anscombe (1958), in her influential work Intention, distin-
guishes nonvoluntary actions (such as physiological responses and instincts) from 
voluntary decisions to act or refrain from acting in certain ways. These latter always 
have some purpose, aim, or goal for the one who is deciding. It is something that 
this person either wishes to continue to enjoy or avoid in the present or hopes to 
realize or avoid in the future. The intention (or intentions) behind a decision, and not 
merely the outcome of this decision, has moral relevance.

Lonergan adds to this analysis by proposing that there is a fundamental, ultimate 
orientation behind all deliberating and deciding: All human beings, in virtue of 
being human, aim to enjoy and realize in their lives what is truly good, worthwhile, 
or valuable. Lonergan calls this the transcendental intending of value. We could 
understand this in terms of a spontaneous desire to know what will bring about 
overall well-being for and among persons. Lonergan’s view aligns with what diverse 
thinkers, among others, have described as striving to attain harmony (e.g., Confucius 
and Mencius); happiness understood as a flourishing human life (e.g., Aristotle, 
Aquinas); natural goods (e.g., Finnis (1980, 2011)); the fulfillment of basic human 
needs (e.g., Abraham Maslow (1943)); coherence with volitionally necessary com-
mitments (e.g., Frankfurt (1999)); or the cultivation of universally shared concep-
tions of human strengths (e.g., Dahlsgaard et  al. (2005)). Some examples of 
contributors to overall human well-being might be health, security, having positive 
connections with others, having a sense of belonging, engaging in meaningful work 
or leisure, contributing to the common good, encountering beauty, and fulfilling 
spiritual longings.

Deliberating and deciding, for Lonergan, consists in judging whether certain 
concrete goals (e.g., enjoying this activity with this friend) align with my transcen-
dental intending of value (does it truly bring about the overall well-being that I 
desire?). Alignment of the two is discovered or known when I experience an abiding 
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complacency, a resting of one’s heart, as it were. Lack of alignment can result in my 
becoming uneasy, agitated, or concerned (Sullivan, 2005). We all become better 
over time at making good decisions through a self-correcting process, with the sup-
port of close and trusted persons on whom we rely for advice, guidance, or model-
ing (e.g., parents, teachers, mentors, friends, members of one’s cultural, and 
religious communities). Hence, deliberating and deciding are similar in structure to 
other cognitive operations, such as understanding and judging, because they are 
intentional (purposeful) and they can be self-transcending (i.e., our apprehending or 
discovering values can develop as we learn which goods in life genuinely bring 
about the overall well-being or fulfillment toward which all humans are oriented).

While deliberating and deciding are cognitive operations (they result in some 
discovery), they are distinct from other cognitive operations in that the pivotal 
insights on which they hinge, namely, apprehensions or discoveries of value, are 
given in feelings (Lonergan, 1972; 1998, p. 38). The insight that a certain concrete 
good is worth pursuing or refraining from pursuing, as explained above, is felt. It is 
an affirmation that is accompanied by experiences of complacency or concern. This 
cannot be reduced to any strictly logical deduction. It is an instance of an affective 
rather than an intellectual cognition.

It is important to specify, however, that, drawing on the work of Dietrich von 
Hildebrand, Lonergan distinguishes moral feelings, which are intentional responses 
to what is genuinely good, worthwhile, or valuable (i.e., responses to the transcen-
dental notion of value, as explained above) from both non-intentional states or urges 
(e.g., fatigue, anxiety, hunger, thirst) and momentary or transient intentional 
responses to what is merely agreeable or disagreeable. Moral feelings can lead often 
to decisions to maintain or pursue what is agreeable or avoid what is disagreeable, 
but they can equally entail decisions to maintain or pursue what is disagreeable or 
arduous. Nonetheless, for Lonergan, moral feelings give “intentional consciousness 
its mass, momentum, drive, power. Without these feelings our knowing and decid-
ing would be paper thin. Because of our feelings, our desires and our fears, our hope 
or despair, our joys and sorrows, our enthusiasm and indignation, our esteem and 
contempt, our trust and distrust, our love and hatred, our tenderness and wrath, our 
admiration, veneration, reverence, our dread, horror, terror, we are oriented mas-
sively and dynamically in a world mediated by meaning” (Lonergan, 1972; 1988, 
p. 32). Moral feelings are thus existentially significant for each person. They are “so 
deep and strong, especially when deliberately reinforced, that they channel atten-
tion, shape one’s horizon, direct one’s life” (Lonergan, 1972; 1988, p. 33).

In summary, deliberating and deciding entail apprehending or discovering val-
ues. Values can be authentic in both of these ways: (1) they are notions of what is 
good and worthwhile for enjoying overall well-being, which is what all humans 
intend or strive for, and (2) they are what truly matter to a person. They form the 
core of a person’s identity and are the source of goals or of what a person hopes for 
in life.
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 Can Persons with Intellectual and Developmental Disabilities 
Hold and Express Authentic Values?

From the above, it can be concluded that persons with IDD or progressive neurocog-
nitive impairments can hold authentic values. Like all other human beings, they are 
oriented toward what is genuinely good for them, worthwhile, and valuable, which 
contribute or will contribute to their overall well-being. Through moral feelings, 
they are able to discover among concrete goods what aligns with this intention and, 
with support as needed, can become increasingly proficient at this, even when their 
cognitive impairments are profound or are progressing. Such persons might articu-
late values in very concrete terms (e.g., “singing makes me happy” or “I like you”) 
or indicate them by drawings, gestures, or other nonverbal behaviors (such as when 
a person with dementia recognizes and enjoys a favorite song from youth or a young 
adult with an ID claps joyfully to a tune). Those close to such persons, who know 
them well, can learn to interpret their indications of value reliably.

It is important to clarify that many such indications, namely, those that stem from 
apprehending values, are not simply arbitrary choices without any grounding or 
context. They are different in kind from whims and fleeting desires, or certain pref-
erences based on these, which every person also has. A contemporary philosopher 
who elaborates on this morally significant distinction is Michael Bratman (2018). 
For Bratman, the human will is not just a function of exercising absolute freedom to 
act or not act (what Lonergan calls the “essential freedom” of human beings). It 
entails planning based on specific ends or values to which a person is committed 
over time (what Bratman calls “temporally extended intentions”) and is embedded 
in relating to what others are doing (shared intentions). These intentions constitute 
the ground and context for this person’s decisions and actions and manifests this 
person’s self-governance or agency.

Can persons with profound IDD have such intentions and manifest such agency? 
Many caregivers affirm that they can. For instance, Eva Feder Kittay, a philosopher 
who has a child, Sesha, with a profound ID, writes this of Sesha’s capacity to appre-
hend beauty and to share her enjoyment by occasionally turning her head toward her 
mother with a twinkle in the eye when she likes a particular part of a musical piece: 
“even with all that Sesha cannot do and seems not to be able to comprehend, her 
response to music and her sensitivity to people are remarkably intact. Perhaps her 
responsiveness to music is more than remarkably intact; it is quite simply remark-
able” (Kittay, 2008 p. 153).

Interpreting these indications of value in another person, such as Kittay’s inter-
preting Sesha’s turning toward her as an intentional activity expressing the value of 
musical beauty and of company, partly involves being able to discern the ground or 
context for that person of her or his decisions. This is why reliable interpretations 
will depend on how close and how well the interpreter knows the person with pro-
found or progressively deteriorating cognitive impairments. The reliability of such 
interpretations also will develop over time. Moreover, a reliable interpreter can usu-
ally discern when a person’s decision is not coherent or is misaligned with the 
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authentic values of that person. This type of familiar knowledge of a person resem-
bles the tacit knowledge that Michael Polanyi (1962, p. 4) described. This sort of 
knowledge cannot be comprehensively explained or easily transferred to others who 
are unfamiliar with the context of the close relationship.

A further relevant point relates to Bratman’s notion of shared intentions, which 
opens up the possibility of shared agency between or among persons. This brings us 
to the notion of relational autonomy.

 Autonomy as Relational

Discussions of decision making in healthcare often refer to the principle of respect 
for patient autonomy in ethics and law. Autonomy has various meanings in these 
disciplines and in the public’s understanding of this term. For instance, some under-
stand autonomy in a way that emphasizes rationality. By autonomy they mean an 
individual’s capacity for moral self-governance based on reason and will (Byers, 
2016). For others, autonomy is understood in a way that focuses on individual free-
dom. By autonomy they mean freedom from being interfered with or coerced in 
matters that are deemed to be private (Rajczi, 2016). The former understanding is 
sometimes referred to as the positive sense of autonomy (or the concept of moral 
agency) and the latter as the negative sense of autonomy (or the concept of liberty 
of action). Still others accept aspects of both meanings. According to either sense of 
autonomy, however, certain persons whose reasoning or liberty is compromised due 
to cognitive impairments would be regarded as unable to make autonomous 
decisions.

These prevailing notions of autonomy in society inadequately attend to rela-
tional aspects of decision making in persons with and without disabilities. The 
equation of autonomy with independence is not the only way to understand auton-
omy. When we advert to our experiences of exercising autonomy to make decisions 
in health care and other areas of life, we all depend on others to some degree (e.g., 
to communicate effectively, help with understanding, give guidance or advice, etc.), 
and in regard to certain decisions more than others. A relational understanding of 
autonomy most adequately describes our experiences of making decisions.

If we understand autonomy as relational, we can re-conceive decision making as 
a capability, or better, a set of capabilities along the lines of other human capabili-
ties discussed by proponents of the so-called capability approach in economics, 
political theory, and social ethics (Sen, 1979, May 22; Nussbaum, 2006). This 
approach to distributive justice focuses, not on fairness in distributing goods or 
making opportunities generally available, but on establishing the social conditions 
that make it feasible for each person to access goods and avail themselves of oppor-
tunities in society. A just society and a just world should promote human capabili-
ties. Capability is a person’s functioning in order to enjoy well-being. This includes 
personal abilities and environmental and social conditions to facilitate and support 
that functioning. When we conceive of making decisions as a set of capabilities, we 
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open up the possibility that each of us might need various types and degrees of 
assistance from others to exercise our autonomy.

A clarification, however, should be made. One criticism of the capabilities 
approach is that it does not go far enough. While it attends to the importance of sup-
port from others to exercise capabilities, it does not account for those who might 
never become self-reliant, even with such support. Reflecting on the reality of 
human interdependency, Eva Feder Kittay comments on the capabilities approach to 
justice as follows: “[A] theory of justice based on capabilities…does not address 
dependency head-on and therefore I would argue still needs supplementation with 
an ethic of care” (Kittay, 2011, p. 51). We add also that it needs to be supplemented 
by an understanding of autonomy as relational, as discussed above. It could be that 
some persons might need decision-making supporters, not simply to help them to 
interpret their authentic values but also to decide (e.g., for their supporters to select 
from among treatment options those that most align with these values). From an 
understanding of autonomy as relational and interdependent, such persons can be 
recognized as exercising relational autonomy.

 Respect for Autonomy and Other Ethical Principles 
in Healthcare

In contemporary bioethics, health law, and health care, there is a tendency to regard 
respect for a person’s autonomy as the sole or primary consideration. This trend 
calls into question, what is referred to as paternalism in healthcare decision making, 
e.g., when authority figures (e.g., healthcare professionals or parents of adult 
patients with IDD) decide on treatments, either without involving the person in 
making the decision or despite the person’s refusal of a treatment. Some bioethicists 
consider as “soft paternalism” instances in which healthcare providers persuade 
(“nudge”) persons to accept treatments that they need (Blumenthal-Barby & 
Burroughs, 2012; Sunstein & Thaler, 2003; Verweij & van den Hoven, 2012).

Criticisms of the so-called paternalistic approaches in healthcare decision mak-
ing can be valid; sometimes, however, they are based on an inadequate understand-
ing of autonomy that equates autonomy with absolute independence. Also, those 
who reject paternalism in healthcare decision making often set up a false opposition 
between respecting a person’s autonomy and other ethical principles such as benefi-
cence, non-maleficence, and solidarity. It is beyond the scope of this paper to exam-
ine in detail the issue of involuntary treatments in health care, especially mental 
health care. For our purposes, it suffices to say that there can be approaches to pro-
viding treatments that would be both beneficial to persons in need of health care (or 
would reduce the risk of them being harmed) and support and promote the decision-
making capabilities of such persons and their exercise of autonomy. Indeed, no 
treatment can be truly beneficent, non-maleficent, or promote solidarity with a per-
son if it is simply imposed without effort to include the person in the healthcare 
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planning process (Sullivan, et al., 2020a, b, recommendation 3(a), p. 364). What 
practical implications for healthcare does this philosophical and ethical framework 
for supported decision making have?

 Applying Theory to Practice in Healthcare

 Assessing Decision-Making Capacity

Most criteria for assessing decision-making capacity in health care establish thresh-
olds for determining whether this capacity is present or absent in a person for a 
certain decision. These criteria set up a binary distinction: either the person can 
authorize the decision (because she or he is capable or competent) or the person 
cannot. If a supported decision-making approach is accepted, however, the focus of 
such capacity assessments will need to change.

First, we would have to acknowledge that a person’s decision-making capabili-
ties exist on a continuum for each of those capabilities (e.g., the operations in human 
knowing described by Bernard Lonergan).

Second, in assessing decision-making capacity, the focus is often only on those 
cognitive operations thought necessary for giving informed consent. Typically, the 
person must demonstrate being able to understand information relevant to proposed 
treatments and appreciate the consequences of being treated or not treated (i.e., 
what Lonergan described as the second and third operations in human knowing). In 
a supported decision-making approach, however, the pivotal step in healthcare deci-
sion making is to discern a person with IDD’s values or what matters fundamentally 
to her or him. Here, the capacity to be assessed is the person’s ability to hold and 
express such values in a way that at least one other person can validly understand. 
This is the basis for someone to help the person with IDD to select, from among 
offered healthcare options, the one most able to realize those values (the fourth 
operation in human knowing for Lonergan).

Third, a supported decision-making approach would recognize and affirm rela-
tional autonomy. This would have two implications: the focus of assessments of 
decision-making capabilities would include identifying supports that patients might 
need for any of the capabilities involved in making healthcare decisions. If it is 
determined that persons with IDD are capable of expressing their authentic values, 
even if they might sometimes require help from close and trusted decision-making 
supporters who know them well for other aspects of the healthcare decision-making 
process, their decisions with such support should be recognized as authoritative.

Making such assessments will not always be straightforward and will entail 
some modifications of usual practice and skills. However, some aspects of a sup-
ported decision-making approach to assessing capacity in health  care are often 
already informally practiced in person- and family-centered health care. The central 
principles underlying good assessments of patients should hold in any context: 

3 Promoting Decision Making Capabilities in the Healthcare of Adults…



58

strive to know the patient and caregivers well, and build good relationships based on 
effective communication and trust.

Since applying supported decision making in health care is recent, there are few 
tools to guide healthcare providers in assessing adults with IDD using this approach. 
“Decision making in health care of adults with intellectual and developmental dis-
abilities: promoting capabilities” (Sullivan et al., 2020a), to our knowledge, is the 
only such tool that has been developed. This tool is designed mainly for use in the 
province of Ontario, Canada, where only legally recognized substitute decision- 
makers can provide consent to treatment for persons assessed to lack decision-
making capacity. In this regard, Ontario has a legal regime that is not yet aligned 
with what is required of Canada and other states that have ratified the CRPD (2014); 
however, the help of decision-making supporters to enable adults with IDD to meet 
the criteria for legal decision-making capacity in Ontario may be considered a rea-
sonable accommodation under the province’s human rights laws. Substitute deci-
sion-makers who do not know the person who is assessed to lack decision-making 
capacity well can also be encouraged to consult with persons who can reliably inter-
pret the person’s health-related goals and values. Hence, there can be legal recogni-
tion of supported decision making within these limits.

The Decision Making in Healthcare of Adults with IDD: Promoting Capabilities. 
Tool guides healthcare providers to determine which decision-making approach is 
appropriate to take with an adult with IDD: an independent, interdependent (i.e., 
supported), or substituted approach. Including the interdependent or supported 
approach broadens the spectrum of adults with IDD who can authorize healthcare 
decisions. The collaboration between the adult with IDD, with supports as needed, 
and the healthcare provider to reach agreed-upon goals of care is what we under-
stand by shared decision making (Fig. 3.1).

Fig. 3.1 Decision-making approaches across a spectrum of capabilities of adults with intellectual 
and developmental disabilities (Sullivan et al., 2020a, b)
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 Promoting Conditions to Optimize Communication 
with the Person in Need of Healthcare

The abovementioned tool prompts healthcare providers to explore various means to 
optimize communication with the person with IDD in need of health  care. It is 
important that the healthcare provider adapts communication to the person’s pre-
ferred communication method and asks the person whether she or he wishes to 
involve caregivers or others to whom the person is close and whom the person can 
trust to be a decision-making supporter.

Certain accommodations that are not usually considered should be offered to 
adults with IDD, for instance, scheduling appointments at an optimal time of day for 
the person, booking sufficient clinic time, and making the environment appropriate 
to put the person at ease (e.g., by accommodating any noise or light sensitivities the 
person might have).

Healthcare providers should be aware that some patients with IDD have diffi-
culty expressing emotional distress related to their illness, past traumatic experience 
with health care, and other negative life events that could unduly influence their 
decisions to refuse certain proposed interventions. When being assessed, the 
patient’s distress might be manifested by resistance or lack of engagement. The 
underlying causes of such behavior need to be identified and assiduously explored.

For instance, consider the circumstances of a young woman with IDD in the 
severe range, Miriam, who is prone to developing pneumonia. Miriam has a small 
range of single words that she can use, but she prefers to communicate mostly by 
gesturing and pointing. She also is very sensitive to intense lights and noise. Miriam 
lives in a group home where she is susceptible to a high rate of influenza (flu) trans-
mission. Prior to that, between the ages of 5 and 25 years old, she had lived in an 
institution for persons with IDD. Her family has had little involvement in her life 
since she lived in that institution or the group home; however, her older brother, 
under the law, would be her substitute decision-maker if Miriam was assessed to 
lack decision-making capacity for a certain health decision. Miriam is usually 
accompanied to the primary care office by her group home worker, Ingrid, who has 
known her well for 10 years. This year, because of the COVID-19 pandemic, public 
health authorities have strongly advised that people receive flu and pneumococcal 
vaccines if they have a high risk of developing pneumonias. Ingrid explains this to 
Miriam, and Miriam agrees to visit her new family physician for these vaccinations. 
Before the visit, the physician consults with Ingrid about needed accommodations 
for Miriam and schedules an appointment early in the day when Miriam is usually 
calm and there are few people in the clinic. After developing rapport with Miriam, 
the physician asks whether she would like Ingrid to remain in the room. She indi-
cates yes with a nod. When the physician brings up the issue of the vaccinations 
with Miriam during the visit, she seems initially confused. Ingrid helps to remind 
Miriam of what they had previously discussed regarding the vaccinations, and she 
seems to understand; however, when the physician brings out the needles, Miriam 
manifests agitation. The physician demonstrates the injection procedure on herself. 
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Miriam remains distressed and shakes her head repeatedly when the physician asks 
if she may do the same to her. The physician asks Ingrid about this distress. Ingrid 
maintains that Miriam had agreed to come to the office to be vaccinated when they 
had discussed this previously. Upon further exploration with Ingrid, the physician 
discerns that Miriam had some traumatic healthcare experiences while she lived in 
the institution. The physician manages to calm Miriam and explain to her that these 
injections will help her to keep healthy and enable her to do the activities she enjoys. 
Ingrid repeats this message to Miriam. The physician then offers Miriam the option 
of flu vaccination by a nasal spray, which she accepts, and schedules another visit 
for the pneumococcal vaccine injection, which can be administered by injection fol-
lowing desensitization training.

In this scenario, the physician is assessing Miriam’s capacity to make a certain 
healthcare decision through optimizing communication and involving a decision-
making supporter who knows Miriam well and is trusted by her. She avoids assum-
ing that Miriam is incapable of making any healthcare decision because of the 
severity of her intellectual and communicative impairments and contacting her sub-
stitute decision-maker for consent for the vaccinations, which in Miriam’s case 
would be her uninvolved older brother. She also avoids assuming that Miriam is 
capable of making this healthcare decision independently. She asks Miriam whether 
she would like Ingrid to support her in making this decision. Ingrid helps Miriam to 
communicate with the physician, and vice versa. With the help of Ingrid, the physi-
cian is able to discern that Miriam’s initial resistance to the injections was likely 
motivated by strong responses to the trauma of her past healthcare experiences and 
that Miriam also wished to avoid the risk of developing a severe illness that would 
undermine what she enjoys in life. This involves the physician distinguishing 
between Miriam’s spontaneous response to a dissatisfaction and her responses to 
values, i.e., those things Miriam truly hopes for and values.

 Supported Decision Making and Shared Decision Making

In the above scenario, it is true the physician is offering the sort of shared decision 
making that should be practiced with any person in need of health care. Shared deci-
sion making, however, can sometimes be construed according to a consumer model 
of health care in which persons are assumed to be independent agents capable of 
negotiating health  care with physicians as equals. A supported decision-making 
approach emphasizes relational autonomy and the importance of offering accom-
modations and supports in healthcare decision making to adults with IDD as needed, 
such as by offering an alternative means of flu vaccination in Miriam’s circum-
stance. Miriam, however, would not have been able to assess independently the 
benefits and risks of vaccination via nasal spray versus injection. She still needed 
the support of Ingrid and her physician to help her interpret their relative risks, 
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benefits, and burdens to her in terms of her health goals (to stay healthy), values 
(what she enjoys in life), and preferences (benefits without being traumatized by an 
injection).

From a supported decision-making approach, the healthcare provider should 
always endeavor to engage patients in the decision-making process regarding their 
care and include any decision-making supporters whose help a patient needs and 
wants. They should ensure that patients understand that there are options for care, 
that they can draw on help from their decision-making supporters at any time, and 
that a decision does not have to be made during a single visit. Miriam’s physician, 
for example, defers the decision regarding the pneumococcal vaccine injection until 
a scheduled follow-up visit.

The scenario involving Miriam illustrates that healthcare providers also have 
some role in supporting decision-making capabilities of patients and the patient’s 
decision-making supporters. It is ethically appropriate for healthcare providers not 
only to give factual information regarding possible interventions and their potential 
benefits, burdens, and risks. They should also be prepared to elicit and discuss the 
authentic values of patients, with the help of decision-making supporters as needed, 
and relate these values to health-related goals underlying various treatment options 
(e.g., prolonging life, improving function, alleviating distress, fostering important 
relationships, minimizing burdens for the patient and patient’s family).

The healthcare provider should also be aware of and accommodate any cultural 
or religious perspectives regarding decision making in healthcare. For example, in 
certain cultural or religious traditions, respect for those in authority in the family or 
in health care might be accepted and expected by the person with IDD. In such situ-
ations, a greater role can be given to the decision-making support of family mem-
bers whom the person values and trusts.

Above all, it is important in shared decision making to strive for common goals 
of care among patients, the caregivers on whom they depend, and healthcare provid-
ers. Prudent judgments by healthcare providers can often facilitate agreements. For 
example, when a treatment option involves uncertainty or ambiguity, a trial period 
for intervention might be an acceptable option to all. At other times, the healthcare 
provider might need to address concerns or reservations of patients by accepting a 
less medically effective option. For example, in the circumstance of Miriam above, 
flu vaccination via a nasal spray, while possibly less effective, can often be an 
acceptable alternative, along with other therapies in the long term to address 
Miriam’s fears concerning needles.

In summary, shared decision making is important for healthcare providers to 
offer as part of patient-centered care, regardless of whether the adult with IDD is 
assessed to be capable independently or interdependently (i.e., with the help of one 
or more decision-making supporters) of reaching a certain healthcare decision or 
requires a substitute decision-maker.
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 Conclusion

Patients with IDD are capable of apprehending, holding, and expressing authentic 
values. As with any patient, these should guide decision making regarding their 
health care. Many such patients might also require decision-making supporters to 
help with some part of the decision-making process, e.g., understanding, judging, 
interpreting their authentic values, or deciding with them on acceptable options for 
treatment. Autonomy is relational. We all need various types or degrees of help from 
others, for certain kinds of decisions more than others. When needed, help from 
decision-making supporters and healthcare providers can promote an adult with 
IDD’s decision-making capabilities and exercising relational autonomy. Ways 
should be found to respect the goals and authentic values of persons while providing 
them with treatments that are beneficial to them or would reduce the risk of them 
being harmed.

There remain further questions regarding supported decision making in health-
care. For example, what can and should be done to promote the decision-making 
capabilities of those patients who cannot decide independently but have no close 
persons who know them well enough to interpret their authentic values? What 
impact would supported decision making have on caregivers and other decision-
making supporters who often have inadequate guidance, coaching, and other 
resources for their role? What safeguards would have to be in place to ensure that 
decision-making supporters undertake their role responsibly and ethically? Do 
healthcare providers have an ethical responsibility to advocate for policy and social 
changes, to legally recognize supported decision-making approaches in healthcare, 
and to foster the kinds of close relationships that socially isolated persons with intel-
lectual and developmental disabilities need to support them in making healthcare 
decisions?

While continuing to address questions such as these, we can nonetheless con-
clude that supported decision-making approaches affirm the inherent dignity of 
patients with IDD, will enhance their participating in making healthcare decisions 
with supports as needed, and can enable their authority to make those decisions to 
be ethically and legally recognized.
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Chapter 4
Examining the Complexities of Support 
for Decision-Making Practice

Christine Bigby and Jacinta Douglas

 Introduction

By asserting the equal recognition before the law of people with disabilities and 
their right to support to exercise legal capacity, Article 12 of the United Nations 
Convention on the Rights of Persons with Disabilities (CRPD) created new impera-
tives for thinking about decision making and people with cognitive disabilities. 
Scholars and disability activists have generated significant debate about the mean-
ing of Article 12 and the implications of de-linking legal and mental capacity. Much 
of their attention focused on the inherent problems of existing guardianship provi-
sions and finding alternative mechanisms to support decision making and protect 
people with cognitive disabilities from abuse in this sphere of their lives. The con-
cept of supported decision making has been propelled to the fore as one such mech-
anism. It provides a means of recognising the role of supporters and distinguishing 
between decision support that puts the ‘will and preferences’ of the person at the 
centre, aligned with the intent of the CRPD, and formal substitute decision making 
or informal support based on perceptions of the person’s ‘best interests’ (Committee 
on the Rights of Persons with Disabilities, 2014). The actual practice of supported 
decision making, however, has attracted much less attention than ‘what ought to be’ 
and its foundational legal and ethical frameworks.

This chapter considers the emerging evidence base about decision support and 
the practice of supported decision making developed from our programme of 
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research at La Trobe University in Australia. For over 10 years, we have explored 
supporters’ experiences of supporting people with cognitive disabilities (those with 
either intellectual disabilities or acquired brain injury) to make decisions and in turn 
their experiences of receiving support. We have compared and contrasted the expe-
riences of these two groups and their family or paid supporters. This chapter is 
focused on decision supporters of people with intellectual disabilities. To avoid con-
fusion, we use the term support for decision making when referring to the practice 
of support and supported decision making when referring to formal schemes that 
recognise the standing and role of supporters in providing support for deci-
sion making.

The overarching aim of our research programme has been to understand what 
constitutes good decision support practice, how to guide the practice of supporters, 
how the quality of practice might be judged and how to protect people with disabili-
ties from abuse by holding supporters accountable for their practice. In researching 
these questions, we have also learned much about the issues supporters grapple with 
and how they resolve them as they try to provide support that respects the will and 
preferences of people with cognitive disabilities and their right to participate in 
decision making about their own lives. This chapter is based on our published 
empirical research and unpublished data from work in progress. These data repre-
sent a subset of parental supporters from a study that is examining the practice of 
decision support and the influence of a training and mentoring intervention. The 
sample comprised 37 parents who provided regular decision support to an adult 
with intellectual disabilities. Parents were between 47 and 74 years and mostly were 
mothers, and the adults they supported were between 18 and 39 years old and mostly 
lived at home with their families. The severity of their intellectual disability, reported 
by parents ranged from mild to severe to profound. The sample was recruited 
through the researchers’ networks of advocacy, parent and disability support organ-
isations and lived in three eastern states in Australia, Victoria, New South Wales and 
Queensland. Supporters were interviewed at multiple time points during the course 
of the study about the way they provided support, using a semi-structured schedule 
and measures of confidence and decision support strategies. After the first interview, 
18 supporters participated in a 1-day training workshop about the La Trobe Support 
for Decision-Making Practice Framework and received up to 6 sessions of individ-
ual mentoring to assist in applying the Framework to their individual situation. 
More detailed information about the study methods are available from the authors. 
All the names are pseudonyms. The chapter is divided into five sections: (1) back-
ground and context; (2) experiences and processes of decision support and the sig-
nificance of the decision, the context, and the relationship; (3) the development and 
application of the La Trobe Support for Decision-Making Practice Framework 
(framework); (4) the impact of training and mentoring in the Framework on sup-
porters and people with intellectual disabilities and (5) conclusions and directions 
for future research.
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 Background and Context

 Research on Involvement of People with Intellectual Disabilities 
in Decision Making

Our review of the literature from 2000 to 2014 found a limited evidence base on the 
practice of support for decision making. Predominantly, we identified research 
describing the limited participation of people with intellectual disabilities in deci-
sion making (Bigby et al., 2015a). Their lack of participation stemmed from exter-
nal structural constraints, attitudes and skills of supporters, as well as the individual 
characteristics of people themselves (Dunn et  al., 2010; Hawkins et  al., 2011; 
Kjellberg, 2002; Antaki et  al., 2009; Rossow-Kimball & Goodwin, 2009). For 
example, the institutional logic of services too often restricts opportunities for 
choice and decision making by attending to groups rather than individuals, applying 
organisational policies and risk averse management practices which focus on pro-
tection rather than potential opportunities of risk taking and primary supporters too 
frequently having a paternalistic rather than empowering orientation. Limited expe-
riences of decision making as a result of structural factors and the low expectations 
of supporters further compound the individual difficulties of people with intellec-
tual disabilities that hinder decision-making capacity, such as poor communication 
or problems understanding consequences or abstract concepts. In this early review 
up to 2014, research relevant to support for decision-making practice primarily 
focused on assessing individuals’ capacity to make decisions and methods to 
enhance decision- and choice-making skills by drawing on basic cognitive science 
(Davies et  al., 2003; Fisher et  al., 2012; Khemka, 2000; Wennberg & Kjellberg, 
2010). Too often though, strategies to enhance choice and decision making had been 
tested in controlled environments and stopped short of being about the real- world 
decision making.

 Addressing Structural Constraints

The shift to a rights paradigm marked by the CRPD together with the growth of 
neoliberalism since the 1990s has changed policy visions by emphasising the exer-
cise of choice and control by people with intellectual disabilities. New policies of 
individualisation of services and delivery through competitive market mechanisms 
were designed to remove some of the structural constraints and widen opportunities 
for decision making. Most evident have been the change in funding mechanisms 
whereby individualised funding has increasingly replaced block funding of disabil-
ity support services in Europe, Scandinavia and North America (Fleming et  al., 
2019). A primary example of this is the Australian National Disability Insurance 
Scheme (NDIS) introduced progressively between 2013 and 2020. Its objectives 
included giving effect to government obligations under the CRPD and to “enable 
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people with disability to exercise choice and control in the pursuit of their goals and 
the planning and delivery of their supports” (NDIS, 2013, sect 3 e). However, this 
type of reform was predicted to be less advantageous for people with intellectual 
disabilities compared to other disability groups as it worked best for “particular 
kinds of consumers in a contemporary landscape which privileges competence, 
capacity and individual independence” (Dowse, 2009, p. 573). A growing body of 
evidence suggests this is the case (Carey et al., 2018; Needham, 2013; Williams & 
Dickinson, 2016). For example, qualitative studies of NDIS planning reviewed by 
Bigby (2020) show that people with intellectual disabilities are frequently not 
included in decision making about funding or services planning. Recent ethno-
graphic research from the UK suggests little has changed in culture or delivery of 
services in terms of participation in decisions despite major policy shifts. For exam-
ple, Devi et al. (2020) demonstrate how multiple layers of organisational procedures 
and paperwork to assess decision capacity or risk generate a shift towards substitute 
away from supported decision making. From another perspective, in a case study of 
an accommodation service, McKearney (2020a) vividly describes the different 
strategies for persuasion that dominate staff practices.

 Substitute and Supported Decision Making

Despite policy aims of increasing choice and control, reform of funding systems 
does not appear to have significantly addressed the limited participation in the deci-
sion making of people with intellectual disabilities. Indeed, in Australia since the 
introduction of the NDIS, there has been an increase in the number of people with 
intellectual disabilities who, through the appointment of a guardian as substitute 
decision-maker, have lost their legal capacity to make decisions (Bigby, 2020). Lack 
of formal mechanisms to provide support for decision making has clearly contrib-
uted to this loss of legal capacity at a time of increased opportunities for making 
decisions about support services.

Reflecting some of the intent of the CRPD, the NDIS assumed the right of people 
with intellectual disabilities to make decisions about their own lives and acknowl-
edged the role of family members in providing support. However, the absence of a 
supported decision-making scheme and thus the lack of provisions to guide support-
ers or help them to be accountable for their support were belatedly acknowledged as 
a major issue (Bigby, 2020; Tune, 2019). To date the NDIS has relied on the long-
standing option of appointing substitute decision-makers to act on a person’s behalf 
either through nominee clauses or recourse to guardianship provisions in each state 
or territory (Cukalevski, 2019).

Appointing substitute decision-makers to act in a person’s best interests reflects 
the doctrine of parens patriae stretching back to the Middle Ages (Carney, 1982). 
Although mechanisms have changed over time and differ across jurisdictions, 
appointment of substitute decision-makers remains the dominant approach in many 
jurisdictions. Supported decision making was developed in the 1990s as an 
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alternative and first introduced in Sweden and some Canadian provinces. Essentially, 
supported decision making aims to support participation in decision making with-
out taking away a person’s right to make decisions. It is premised on enhancing 
individual autonomy and self-determination and the expression of preferences in 
the context of supportive and trusting relationships (Gordon, 2000). British 
Columbia’s Representation Agreements, for example, recognise the shared nature 
of decision making and give formal standing to supporters whose roles vary from 
explaining issues and exploring options for a decision to interpreting communica-
tion and co-constructing preferences (Carney & Beaupert, 2013; Series, 2015).

The concept of supported decision making holds significant theoretical promise 
in realising the intent of Article 12 of the CRPD, ensuring retention of the rights and 
decisions driven by a person’s own preferences. The term ‘supported decision mak-
ing’ has become common parlance among advocates and disability support organ-
isations and various models for organising support. In Australia, for example, over 
the last decade, various short-term pilot schemes have been developed, although 
characteristically without according legal standing to supporters or evidence-based 
training for supporters (Bigby et al., 2017). Governments, however, have been slow 
to make legal reforms and institute formal supported decision-making schemes. 
Where they have done so, new schemes more usually complement rather than 
replace guardianship (Then et al., 2018). Reasons for this include the scant empiri-
cal evidence about fidelity of the purpose of supported decision-making – whether 
it can deliver on promises of both empowerment and safeguarding.

Supported decision making places a lot of confidence and invests much power in 
supporters’ actions. As Carney (2017, p. 48) suggests, it shifts the ‘focus from the 
capacity of the person being assisted to the adequacy or otherwise of the capacity of 
those providing assistance’. To be true to purpose, supported decision making relies 
on the skills and integrity of supporters to explore options and interpret preferences. 
There is significant potential for undue influence and conflicts of interest as support-
ers are challenged to put aside their own values and avoid their interests interceding 
in practice, especially where they have a stake in decision outcomes. Indeed, some 
commentators regard this task to be so challenging that they suggest that supported 
decision making ‘might actually have the opposite effect, disempowering such indi-
viduals or making them more vulnerable to manipulation, coercion or abuse’ (Kohn 
et al., 2014, p.1114). Much more understanding of the processes of decision support 
and the constituents of good practice are required to build both the case for sup-
ported decision making and the capacity of decision supporters. Building this 
understanding has been the focus of our research.

 Experiences and Process of Decision Support

The significance of relationships with supporters and the centrality of trust, equity 
and closeness have featured as pivotal in some writing about supported decision 
making (Arstein-Kerslake, 2017; Watson, 2016). However, as empirical research 
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explored processes of decision support further, its complexity and the significance 
of other factors; the decision, the context of support and attributes of the person and 
their supporters, are becoming clearer (Browning, 2018). Each instance of decision 
support brings together a unique combination of factors that influence the actions of 
supporters and the outcome. No two decisions are alike, and the nature and intensity 
of support and the investment of supporters in outcomes vary with each decision. 
Curryer’s Australian study showed, for example, that the support of mothers for 
their adult sons or daughters could range from empowering to paternalistic depend-
ing on the context and the decision (Curryer et al., 2020). Similarly, a Canadian 
study illustrated the continuum of influence that parents might exert over decisions 
spanned from providing suggestions, giving instructions to deciding what was pos-
sible (Taylor et al., 2019). Unpublished data from our recent fieldwork showed a 
very similar range of parental strategies and demonstrated how their actions ranged 
from controlling and directing to enabling and exploratory and were heavily influ-
enced by the decision and its context. This contrast is illustrated by the following 
comments from parents talking about decision support:

Typically it’s in a restaurant and we’re eating and he’ll decide something that we know it’s 
going to be way too spicy for him and say, “That’s going to be very hot for you”. He 
says, “I’m happy” “Okay fine” and we’ll let him do that, make the decision and he’ll 
endure it. He will regret but endure it and we’ll make sure we have something extra just 
in case he needs something more but we don’t actually stop him from making decisions.

I provide the options, yes, I would say “this, this and this is available”. And generally if – 
the downside about that is that if I think it’s not appropriate, then I’m not going to 
provide her with that opportunity to make that decision.

These data illustrate the differing degrees of energy supporters invest in provid-
ing support for what may appear to be similar types of decisions. They show, too, 
how the supporter’s stake in the decision outcome and the potentially negative 
impact on the person’s well-being influences their support. For example, the father 
of one young man said, ‘there’s some decisions without consequence and I’ll let 
him do it. So making a decision on a meal, it’s up to him totally’. In contrast, for a 
similar decision also in relation to meals, a mother said she had given considerable 
thought to supporting her daughter to make decisions about what she ate and insti-
gated a family culture that effectively restricted options to those she thought were 
healthy. She said,

…where health and food are concerned, we’re going to have fruit for breakfast and we’re 
going to have salad with our main meal…in a way, I’m not allowing too much independent 
decision making where those high level goals are so important.

As these few examples illustrate, tensions between supporting rights to make deci-
sions and safeguarding the person’s well-being can permeate the decision support 
process. A major task of supporters is to support people who have limited intellec-
tual capacity and experiences to appreciate the breadth of options available to them 
and the consequences of their preferences to their immediate or longer-term well- 
being. Our data suggest that although parents and many paid supporters are deeply 
committed to the well-being of the people they support and their right to participate 
in decision making, they nevertheless want to ensure the ‘right’ decision is made. As 
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one mother said about her son’s decision making, ‘He’s pretty good. They are not 
always the right ones, that’s the only thing’. A comment from another mother illus-
trates the tensions she experienced between prioritising her daughter’s preferences 
whilst safeguarding what she perceived as her longer-term interests that she felt her 
daughter could not fully appreciate. She said,

So her idea of a plan would be that she’d like to work there five days a week. I don’t see that 
as the best plan for her because I think there are now possibilities that weren’t there before 
that she should explore. I don’t want her to be too locked in on that and if she spends too 
much time there, she won’t be able to do anything else.

Support for decision making has been likened to emotional labour in light of its 
time-consuming and emotionally demanding nature (Wiesel et  al., 2020). In our 
fieldwork, supporters talked about the extent of focused attention they needed to 
give to decision support and how much easier it was sometimes to make the decision 
themselves. Earlier studies (Bigby et al., 2015b) and our recent fieldwork point to 
the importance not only of equipping supporters with skills to grapple with the chal-
lenges they confront but also of providing peer or other formal emotional support. 
As one parent said reflecting on how she provided support, ‘having some more sup-
port and training as to what else I could be doing. But I don’t think I’m at the abso-
lute top of where I could be. So, support and training in continuity, consistency.’

 Process Models of Decision Support

Browning’s (2018) model identified a similar high-level process that occurs for each 
instance of support – the identification of a decision opportunity and the dynamic 
interaction between the expression of the person’s will and preferences about a deci-
sion and their supporter’s response. This process is illustrated in Fig. 4.1.

The model helps to understand why each instance of decision support unfolds 
differently, by illustrating how it is influenced by the same combination of factors, 

Fig. 4.1 Process model of decision support (from Browning et al., 2020, p.5)
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but for every instance each factor has its own unique features – the attributes and 
experiences both the person and the supporter bring to the decision, the nature of the 
decision, the environment in which it occurs and the nature of the support relation-
ship. Browing et al. (2020) describe, for example, the different attributes, experi-
ences, values and priorities that supporters and the person they support brought to 
an instance of support about a similar type of decision, whether or not to go swim-
ming, and how these shaped the way the process unfolded. Both supporters had a 
similar long-term trusting and mutually respectful relationship with the person they 
supported yet worked in very different contexts and brought different perspectives 
to their support. They write,

Lisa believed her role was to “help guide [Cecily] in a more healthy direction”, perceiving 
Cecily’s will and preferences as something to be shaped or “tweak[ed]”. Whereas Annie 
believed her role was to “always try and remain neutral” and perceived Natalie’s will and 
preferences as vulnerable to influence. Different environmental pressures, in these examples 
of service and funding contexts, helped to shape the process. Annie knew that Natalie’s 
individualised funding might be threatened if she stopped participating in rehabilitation 
activities, and as a group home employee Lisa needed to ensure Cecily’s heart condition 
and weight were being managed in line with medical recommendations. (Browing et al., 
2020, p.8)

Whilst not a practice model that identifies features of good practice, Browning’s 
process model highlights the breadth of factors supporters need awareness of when 
they provide support. By illustrating the uniqueness of each instance of decision 
support, it also helps to alert supporters to the potential influence of their own values 
and context. This model also suggests the limited value to support practice of deci-
sion typologies, such as labelling decisions big or little, important or every day, by 
emphasising that each decision must be considered in relation to the person and the 
context. Importantly, what this work on decision support processes does is demon-
strate empirically why decision support practice needs to be person-centred, tai-
lored on every occasion to the individual, the decision and the context, and why 
supporters need to be reflective about their own skills and deliberative in the attri-
butes and values they bring to the support process.

 The La Trobe Support for Decision-Making 
Practice Framework

We developed the La Trobe Support for Decision-Making Framework (the 
Framework) to fill the vacuum of knowledge about support practice- and evidence- 
based training available to build the capacity of decision supporters. We identified 
features of decision support and effective practice from the understanding of deci-
sion support processes described above and our early empirical studies about the 
experiences of giving and receiving support (Bigby et al., 2011, 2015b; Douglas 
et al., 2015; Knox et al., 2015, 2016a, b, 2017). These features, or propositions, are 
summarised in Table 4.1.
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Table 4.1 Features of decision support and effective practice

Features of decision support
Features of effective decision support 
practice

Has discernible components
Is iterative rather than linear
Involves multiple players
Changes with every decision
Is shaped by the context of the decision
Implementation of decisions may not rest with 
decision supporters
Support can be onerous
Supporters require support for their role

Occurs in context of trusting relationships
Supporters create opportunities for 
involvement
Supporters committed to the right to 
participate
Supporters understand the decision
Supporters use individual-tailored strategies
Supporters are aware of their own values
Supporters know the person well
Supporters explore options and 
understanding of preferences
Supporters understand constraints on the 
decision

We used these propositions to develop the Framework and associated training 
materials (Bigby et al., 2019; Douglas & Bigby, 2018). The four-step process for 
developing and evaluating complex interventions (Craig et al., 2018) which we used 
is described in more detail by Douglas and Bigby (2018).

The Framework sets out the seven components or steps that all decision support 
practice involves, the three principles that should inform support and the broad 
strategies used across steps that are tailored to the individual and the step. The 
Framework is intended as a guide for supporters to decision support practice aligned 
with the intent of the CRPD, i.e. practice that priorities participation in decision 
making by a person with intellectual disabilities and puts respect for their will, 
rights and preferences at its centre. It also provides a set of criteria to serve as a 
means of reflective accountability for supporters. The Framework is applicable to 
paid or informal supporters of people with either intellectual disabilities or acquired 
brain injury and can be adapted to different policy and service contexts. For exam-
ple, to date it has been used by family members, direct support workers in a variety 
of settings, support coordinators in a statutory insurance scheme for road traffic 
accident victims, an advocacy organisation to pilot a supported decision-making 
programme utilising paid supporters for people without informal support and an 
organisation responsible for substitute financial decision-making support of people 
with cognitive disabilities. Training in the Framework and follow-up mentoring to 
help supporters apply it to their own context have been shown to positively impact 
on the practice of supporters, by increasing their self-awareness and strategies that 
further participation (see later section). Figure 4.2 illustrates the components of the 
Framework, each of which is described with examples from our fieldwork in the 
following sections.
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Fig. 4.2 La Trobe Support for Decision-making Practice Framework

 Components or Steps

Decision-making support requires seven components regardless of its context or the 
nature of the decision. These components do not necessarily follow each other in a 
linear fashion, and supporters may need to revisit earlier steps as a decision unfolds. 
The amount of time each step requires and the challenges it poses for supporters 
depend on the multiple factors that influence the support process described earlier.

 Step 1. Knowing the Person

Knowing the person is fundamental to support that is person-centred and individu-
alised. Knowledge about the person is needed for all other steps and informing 
strategies such as adjusting communication or scaffolding information. Piecing 
together knowledge can be a lengthy process for new supporters and is a continuous 
task for long-term supporters as the person they support develops and broadens their 
experiences. Every person has many facets, their personality, strengths, weaknesses, 
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skills, likes, dislikes, friends, family, acquaintances, long-term ambitions and short- 
term preferences. Members of a person’s network know different things about them 
and see them from different perspectives. For example, parents or siblings are likely 
to know a person’s family history, their experiences and major events in their life, 
whilst family doctors should know about their health and service providers about 
the services they use and the professionals who may also hold expert knowledge 
about things such as communication or social networks.

Some decisions may require seeking out particular types of knowledge about a 
person or their context: biographical, social, medical or systems. Seeking knowl-
edge from other others, who might include long-term staff, friends or family, as well 
as drawing on one’s own observations and experience help to build the type of rich 
and detailed picture about a person necessary for a good decision support. Many of 
the parents in our fieldwork talked about knowing their son or daughter better than 
anyone else, but nevertheless actively sought out information from others to com-
plement their own for particular perspectives. For example, to help in getting to 
know activities that his daughter enjoyed, as she could not easily communicate this 
to him, one father talked about deliberately engaging several of the other women 
who attended the day programme and remarked how their information was prefer-
able to that of staff who tended to put a positive spin on it. He said:

whenever I get a chance, I ask one of Heather’s new friends what kind of day they think 
Heather had…Bree said Heather loved the bus, she hated the beach. It’s very clear, no fil-
tering or particular way of framing it. She just said what she saw. It’s quite helpful in 
that sense.

This step is often the one most challenging for paid supporters who come into some-
one’s life for a short period or who are allocated little time to get to know the person. 
It is particularly difficult for those who support people with more severe and pro-
found intellectual disabilities who have little verbal communication and simply can-
not tell supporters about themselves. New supporters need to know where to find 
and take time to read existing information compiled about the person such as 
person- centred plans or support plans, seek out others who know the person and 
make time to be with the person as they move through different parts of their daily 
life. Generic skills such as active listening, observation, giving time to respond, 
adapting communication as well as adopting a curious not knowing stance are all 
useful for this step.

 Step 2. Identifying and Describing the Decision

This step focuses attention on the core issues of the decision. As already highlighted 
each decision is unique and influenced by a wide range of factors. Being clear what 
these are helps supporters to be aware of their own values or stake in the decision. 
Describing the decision helps supporters have a sense of the parameters likely to 
impact on their practice, such as the time frame for making the decision, who else 
needs to be involved, the formal systems or services that might have to be engaged 
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and the scope in terms of potential consequences for the person’s life or others and 
other associated decisions that might be generated. This step, too, helps supporters 
understand resource or other types of constraints that may shape the options or be 
taken for granted rather than questioned by some of those involved.

Identifying and describing the decision establish a starting point for decision 
support and help to disentangle decisions from each other. For example, one of the 
paid supporters in our fieldwork talked about spending several meetings with a 
middle- aged man with intellectual disability who had sought help with decisions 
about how to use the funding allocated in different parts of his NDIS plan which had 
been prepared without his involvement. She said:

…the first thing we did was went through the whole plan, but really briefly, so talked about 
what this budget was for and this budget was for and this budget was for, and I did ask him 
quite an open question – what area in his life did he feel that he most needed help with, and 
he came back with a very definite answer of dealing with the separation of his wife. And so 
from there, I was like “okay” what budget could help with that in his NDIS plan and then 
focused on that.

By understanding the service systems he was involved with, she was then able to 
describe the first decision in terms of whether he wanted to use his NDIS budget to 
continue to see the psychologist he had seen previously but who was no longer 
funded by the health system.

This step also helps to uncover hidden assumptions or decisions already made in 
which the person may not have participated, which may need to be revisited. In our 
fieldwork this was illustrated commonly in decisions about finding accommodation, 
where a parent had already made a decision that the person needed to move out of 
the family home. For example, as Margo said about her son, ‘so, everything we do 
is to work towards independence. Yeah, independence…well, I did know I didn’t 
want him living with me when I was 80’.

Finally, this step is helpful for supporters in identifying decision-making oppor-
tunities which may be overlooked. This can be important given that many of the 
parents in our fieldwork talked about the increasing confidence of their adult son or 
daughter as they gained more decision-making experience. One mother, for exam-
ple, talked about how she looked for opportunities for her daughter to practice deci-
sion making, saying,

…if we’re talking about “What do you want to have for your lunch today? Do you want a 
sandwich or a roll – because they’re both in the freezer?” – I think making a conscious 
plan, on my part, to give her those options, and not just for me to pull the bread out of the 
freezer and make a sandwich.

 Step 3. Understanding the Person’s Will and Preferences for the Decision

This is the ‘blue sky’ step when supporters assist in exploring all possible options, 
help the person to express their preferences and to understand the potential conse-
quences. This step may be as straightforward as identifying and discussing the pros 
and cons of options to enable the person to express their preferences. For example, 
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Joy, a support coordinator, talked about how she had supported Kerrie to think about 
her preferences for different activity options by first listing her previous experiences 
and talking about those which she had enjoyed most. She said,

…a list of different activities that she’s done over the years, and also what are the things 
that she wants to do. So we kind of made a priority list. And then from that list, okay, so 
you’ve only got certain hours in each day, so you can’t do everything on your list. What’s 
your first priority? What’s your second priority? If you had a choice of anything you could 
do, what would it be? And that’s kind of how we made our list, our initial list…Because it’s 
got heaps and heaps of activities on it then we kind of went through and discussed each of 
them for their pros and cons. And how they would apply in Kerrie’s life. And how she felt 
whether they were important or not.

Similarly, a father talked about how his son tended to live in the moment and be 
happy with whoever was supporting him, so he had supported him to work out his 
preferences for which of the support workers should be employed regularly, saying,

If you ask him which is better – let’s say for instance he’s worked with several people…and 
you say the names and he’ll say “Oh they’re great”, and “That’s great”, that’s great”. So 
there’s no grading. So you have to say “Okay if A is great, it’s a six out of ten, what’s B?”, 
and then he’ll tell you. If you put a numerical figure he can easily do it. And every once in 
a while he stuffs it and says “Oh that’s a nine. Hang on, that’s a nine and a half”. But it’s 
clear enough…If you give him the tools. If you don’t give him the tools, he won’t because 
it’s immediacy. Whatever is in today is good.

For many people with intellectual disabilities, just talking through options is insuf-
ficient to enable them to understand what they might be or to express their prefer-
ences. Supporters need creativity to help a person who has had limited experience 
to explore options, understand the implications of each one and decide which they 
prefer. One strategy is giving the person an opportunity to directly experience 
options and use observation to learn about their preferences. For example, referring 
to decisions about leaving the family home, several parents had insisted their adult 
children experienced nights away from home in other places. As Kate said about her 
son using a respite service,

…he needs to experience what it’s like to be out there with people who he knows and gets 
on with and seeing what that’s like. Because without experiencing it he actually isn’t going 
to be able to make a decision. So it’s about getting him to understand what that means.

Similarly, another parent talked about concrete strategies she had used to help her 
daughter understand what it might be like to go to a residential college. She said,

…taking her to college to look at the facility, meet people; we did that twice…They had a 
very nice prospectus so we went through that with her and tried to put it in simpler language 
where we could. We took a pros and cons approach. She’s giving up her employment; I think 
that was a con. Leaving friends for a year, we talked about how we might be able to support 
that so she stayed in touch with them; she put together an address book and we practiced 
FaceTime. We said you could feel homesick; we talked about the example of her sister who 
is studying in the UK we said, “Jasmine’s been through that, so if you were homesick you 
could maybe chat to her, maybe she’d be a good person.” And we practiced FaceTiming 
with her sister.
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Similarly, it is important to help the person experience the potentially negative con-
sequences of their preferences. One strategy is a risk-enabling approach which 
involves trying out the preference but minimising potential harm that may arise 
(Bigby et al., 2018a; Department of Health, 2010). A common example in our data 
involved decisions about travel and adults’ preferences to use public transport inde-
pendently. Supporters described various ways of helping the person experience 
using public transport alone and to minimise the distress or danger of getting lost. 
For example, one parent taught her daughter to phone her if she felt lost but before 
ringing to select a friendly looking female stranger whom she could ask to tell her 
mother exactly where she was. Another mother had taught her son to take pictures 
of station signs and send them to her using his phone, if he was unsure where he was.

Thinking about multiple options can be difficult for people who experience anxi-
ety. One parent gave an example of her strategy of slowing down the pace and 
stretching consideration of options over a longer period. She said,

…I’ll give him some options. If he goes, “Oh, I don’t know”, sometimes he gets a bit upset, 
so I’ll just slow him down, because he’s getting a bit anxious, so I’ll just say, “Well, if you 
go here, this is what could happen, is that okay with you? Or, we go here?”…“Remember, 
it’s not important, so whatever decision you make is fine.” So I just reassure him. Just really 
calming him down. Most of the time you can walk away and he’ll come back and talk.

It is important at this stage to take time to listen carefully and avoid exerting undue 
influence. Many parents in our fieldwork talked about strategies such as deep listen-
ing and or ‘sitting on the fence’. Joanne, for example, talked about taking a step 
back to really listen to what her son was saying about his activity preferences,

…taking on board what he’s saying and trying to go deeper and deeper, and peel off the 
layers, and trying to discover what he’s actually saying…Trying to ask him more questions, 
and questions that he’ll understand better, in a different format, and really trying to get into 
the root of it basically…I’m more patient.

Several parents talked about how, as they spent more time observing or listening to 
their son or daughter, they got to know them better and recognised that they did have 
preferences. For example, one mother said,

The more you sit back and let him have a go at things, the more you realise he does think. 
And I have to learn to be patient enough to respect that thinking and let it come out.

The significance of this step is very apparent when it is not done well and support-
ers, for example, exercise their power to undermine participation by selectively 
deciding which options to consider and which to ignore, present options in biased 
ways, persuade the person towards particular options or simply fail to respect pref-
erence to favour their own. One of the many examples of such strategies in our data 
was the comment of one mother who said,

I have to basically do all the work [of exploring options] and then go, “Okay these are your 
choices, bang, bang, bang,” and exclude all the ones that are just not suitable…I’m still 
controlling his choices in many ways because I am the one who is giving him the options. 
It’s a bit of a sleight of hand in terms of if he was able to go online and Google stuff himself 
it would be a different conversation. But he can’t do that.
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There are many reasons why supporters act in this way, some of which were consid-
ered in the earlier section on processes. Commonly supporters curtail exploration of 
options too soon because they are too focused on risks and practicalities and con-
cerned about making the ‘right decision’ for a person’s well-being. It is clear how-
ever that considering constraints on a decision (step 4) before step 3 poses the 
danger of unnecessarily restricting or disregarding options and ignoring preferences 
as too risky or impractical. Allowing sufficient time at step 3 provides a sound basis 
for prioritising preferences and understanding constraints at step 4.

 Step 4. Refining the Decision and Taking Account of Constraints

A decision must be implementable, so it can be acted upon either by the person 
themselves, supporters or advocates. This step prioritises preferences and identifies 
constraints on the decision that may mean preferences have to be refined. The pri-
mary challenge for practice at this step is to avoid compromising preferences whilst 
also taking account of constraints. Common constraints that influence the realisa-
tion of preferences are the availability of resources such as money, time or support; 
impact of the decision on others; attitudes of others involved in implementation; 
organisational policies and procedures and risk to safety or longer-term well-being.

Finances constrain many different types of decisions. Refining preferences to 
take account of finances may mean helping the person select a purchase within their 
budget or postpone a purchase until they have sufficient funds. For example, one 
parent talked about how she helped her son to refine his preferences about a doll he 
wished to purchase, saying,

So I might guide him price wise, and say, “Jaxon, you’ve only $10 to spend, so these are the 
$10 Barbies that you can pick from.” So that narrows the field down. And then I might offer 
him little advice like, the main thing that he likes to do with them is brush their hair, so I 
might steer him towards the ones with long hair, because often they get little haircuts at 
home too, and he likes to do them up in weird sort of beehives and all sorts of really intri-
cate hair-do’s. So then I might steer him in that direction too, like, “These ones have got 
long hair,” so that I’ve narrowed the field down again, and then probably just let him mull 
it over.

Time is another important resource that constrains decisions. This was illustrated by 
one parent who talked about how she helped her son to work through the time con-
straints on his preference to go and see a friend. She said,

I’d say, “I understand that, and I know that’s important for you, but today we can’t do that. 
Can we look at Saturday or something?” So again, options, looking at, “Well, if we go 
today, we could only probably stay an hour, but if we go on Saturday, it might be we could 
stay all morning.”…Asking him what does he want to get out of it. What does he want, what 
is he expecting. And trying to, again, looking at, well, it depends on what this other person’s 
availability is too. So we’ve got to negotiate and go back and forth. It’s not just black and 
white, cut and dry, “This is what I want and that’s it.”

The potential for harm to immediate safety or longer-term well-being are also fre-
quent constraints. Similar strategies of enabling risk can be used in this step as the 
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previous one, such as equipping a person to be confident to seek help if they get lost 
on public transport. The aim at this step, however, rather than helping someone to 
understand or experience consequences of risky options to help determine their 
preferences, is finding ways of carrying through preferences into decisions by mini-
mising any potential associated harm. This was illustrated by a father who talked 
about how he identified and considered all the risks that might constrain his son 
from going to a comedy performance and intended to minimise any harm by unob-
trusively tagging alone. He said,

…he’s going to go to three sessions at the comedy theatre and I think that will be a bit tricky. 
But you know, at the end of the day, there will be some mature adults there, and they tend 
not to be younger adults in there. So, yes, he’ll be a bit odd, he’ll be a bit strange – I went 
to one with him last year, and he was a bit ridiculed, but I don’t think he noticed. Nothing 
you can do about it, because he’s really not mature enough…I may tag along to the point 
where I’ll sit downstairs and have a drink and wait for him…The main concern would be he 
would laugh inappropriately and therefore be–well, worst case, booted out, which is fine. 
But he could get into a violent situation. But having assessed the people going there, they 
are quite mature and quite adult. They’re not kids. They’re not drunk. So, the risk of him 
being injured or getting in a fight would be much, much lower. It’s like him going into a 
concert hall, as opposed to a rock concert.

Thinking about a person’s will as well as preferences can be useful at this step if 
practical constraints impede implementing a decision solely based on preferences. 
A person’s will can be understood as the long-term values that underpin the direc-
tion of their life, whereas preferences are their more immediate wishes or desires 
(Szmukler, 2019). Supporters can use their understanding of the person’s will to 
think more deeply about resolving tensions and refine what they might judge to be 
unrealisable preferences. For example, the desire to learn to drive may be so con-
strained by a person’s poor literacy skills that it is unlikely to be realised. A sup-
porter might refine that preference to one of using taxi’s independently by drawing 
on their understanding of the person’s long-term values around being independent. 
An example in our fieldwork was of a young woman whose expressed preferences 
were to move to the USA and become a singer, which supporters regarded as unre-
alistic and interpreted in light of her long-term held value of being creative and 
sought out options accordingly. Such strategies for refining preferences illustrate the 
power of supporters at this step in making judgements about constraints and reinter-
preting preferences. They highlight too the ease with which supporters can compro-
mise rights by overriding preference and the importance of supporter’s self-awareness 
of factors that influence their interpretations.

At this step it is clear that supporters may have to judge whether the constraints 
on a preferred decision are so significant or the risks to a person’s safety or longer- 
term well-being so great as to warrant overriding preferences. In doing so they may 
rely on their understanding of a person’s will or chose to explore alternatives that 
are least restrictive of their rights. We argue, however, such actions must be deeply 
considered and may require recourse to formal processes.
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 Step 5. Consider if a Formal Process Is Needed

This step brings together the knowledge gained in the earlier steps about the deci-
sion, preferences, consequences, priorities and constraints. It is greatly influenced 
by context, role and formal standing of supporters. Most decision support for people 
with intellectual disabilities happens informally, provided by supporters who have 
no formal legal standing in respect of decision making. The widespread provision of 
informal support is situated in a context founded on the principle of the least restric-
tive alternative, common to many jurisdictions. Very simply this means informal 
support is preferred, considered to be the least restrictive of rights and should pre-
vail unless there is reason to seek out formal alternatives, such as guardianship and 
appointment of a substitute decision-maker (e.g. see the 1986 Victorian Guardianship 
and Administration Act). The judgements and actions of informal decision support-
ers are guided by their understanding of disability policies, their own principles or 
the policies of their employer and reliant on their skills and support they derive from 
supervisors or peers. However, there may be circumstances when supporters con-
sider more formal guidance and authority is required in following through or affirm-
ing their judgements.

Recourse to a formal process may be indicated by conflict among supporters or 
supporters’ intentions to override preferences. Conflict arises between supporters 
about things such as whether identified or expressed preferences of a person are 
realistic, reflect their actual desires or are the result of undue influence or coercion. 
In our earlier studies, we found examples of conflict between family members and 
accommodation support staff about things such as holiday destinations, meals and 
dress codes which had gone unresolved in the absence of processes for mediation 
and led to disregard for expressed preferences (Bigby et al., 2018a, b).

Supporters make judgements about options, interpretations of preferences and 
determine constraints on decisions based on practicalities or risks to safety and 
well-being. In doing so they will sometimes infringe on the rights of the person to 
make decisions or shift their preferences from the centre of a decision. If they feel 
this is necessary or there is conflict among supporters, it is important to consider 
whether it is necessary to invoke a more formal process of decision support in order 
to safeguard the rights of the person being supported. Whether, for example, it may 
be necessary to seek the appointment of a guardian to act as a substitute decision- 
maker and bring to the process of decision support the procedures and safeguards 
associated with such appointments. The legislation relevant to the jurisdiction and 
policies of employers will determine the options available and how supporters may 
take steps to instigate a formal process. If a substitute decision-maker is appointed, 
the knowledge of informal supporters will be important in helping to inform their 
decision-making process.
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 Step 6. Reaching the Decision and Associated Decisions

This step is about reaching a decision that reflects prioritised preferences as closely 
as possible. For some people and contexts, it may also mean formally recording the 
decision and communicating it to others, such as a support coordinator or advocate 
who will take a leading role in getting it implemented. At this step too, it is impor-
tant to return to the consequences of the decision being made, its likely implications 
for other parts of the person’s life and the associated decisions that the person may 
also need support to reach.

We have likened decisions to Russian Babushka dolls that sit within each other, 
because as one decision is made another may appear as a result. One of the parents 
in our fieldwork captured this well when he talked about what he said to his daugh-
ter after she had showed him the recipe she wanted to make. He said, ‘well, who do 
you want to do it with or where do you want to do it?’ In thinking about associated 
decisions, the recursive nature of decision support practice becomes clear as the 
supporter loops back to step 2, identifying and describing other decisions.

 Step 7. Implementing the Decision and Seeking Advocates if Necessary

Implementation of decisions does not necessarily rest with decision supporters. 
This step helps to illustrate differences between the role of advocates, whose work 
entails working with a person to get a decision that has already been made to be 
implemented and decision supporters whose role is in supporting the person to par-
ticipate in making the decision.

If decision support has been done well, then issues of feasibility will have been 
addressed at step 4 when constraints were considered. Some empirical research sug-
gests that decision making often falters at this step when, for example, paid staff 
accord low priority to implementing a decision or are opposed to it (Bigby et al., 
2019; Burgen, 2016). In such cases an advocate may be needed to ensure a decision 
is taken seriously and oversee its implementation.

Whilst it may be feasible for a decision supporter to also implement a decision, 
it can also be time-consuming and demanding. This is quickly becoming apparent 
in individualised funding schemes where implementation rests with family mem-
bers and many have likened it to a full-time job. For example, Henderson and Bigby 
(2021) explored the situation of a mother of a young man living in a group home 
who talked about how tiring it had been to get the service provider to implement 
decisions in her son’s NDIS plan, and the only way she had managed this was to 
reduce her hours of work.
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 Principles of Decision Support Practice

Three principles underpin all aspects of decision support practice: (1) commitment 
to the person and their rights, (2) orchestration of others involved in the decision and 
the person’s life and (3) reflection and review on one’s own values, influence and 
decision support. Some of these have already been illustrated as we have described 
the seven steps.

 Commitment to the Person and their Rights

Commitment requires the supporter to have a relationship with the person they sup-
port based on equity and respect for their right to ‘make, communicate and partici-
pate in decisions that affect their lives and for their will, preferences and rights to 
direct decisions that affect their lives’ (Australian Law Reform Commission, 2014). 
Explicit commitment by supporters to rights helps to avoid inadvertently using best 
interests as the touchstone for support. This may be particularly challenging for 
parents of adults who have had to gradually adjust their support from one of protec-
tion to rights as their son or daughter reaches adulthood. Reflecting on how difficult 
it was, one parent said,

I’m aware that it is difficult to transition from being the parent of a child to being the parent 
of an adult, because she’s not capable of being fully adult-like, but legally, she is of age and 
people expect her to make her own decisions and be responsible for herself. So I think that 
sometimes I’m probably still very much acting in the mode of a parent of a child and pos-
sibly I’m quite controlling. It’s very hard for me to back off there.

Many parents in our fieldwork reflected on their conscious efforts to be committed 
to their adult child’s rights to make their own decisions especially when they 
doubted the veracity of a decision or thought it to be foolhardy. As one mother said, 
‘I really want to be confident that she’s making what I would regard as good 
choices’. Another said,

It has to be his choice. I’m learning that more and more. It has to be his choice. You’ve got 
to give the dignity of his choice. Even some of the things he does – he makes mistakes. If he 
blows it, whatever he’s doing, well that’s how we learn.

 Orchestration

Orchestration relates to the shared nature of decision support practice, bringing in 
others involved in the person’s life or who have expertise about the decision at hand. 
It is premised on there being a primary supporter leading the process who draws in 
and coordinates other paid or unpaid supporters and mediates any differences 
between them. Parents in our fieldwork commented on the value of orchestration, in 
providing, for example, an additional person who was less emotionally involved 
than themselves or who brought a different perspective or expert knowledge to the 
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decision. One parent talked about the value of having others involved with her 
daughter who could talk through options with her, she said,

So, on occasion, they’ve been able to raise things with Danielle that I would not be able to. 
So, I’ve become aware that that’s a very useful technique because she’s more likely to listen 
to other people than me on some matters…And I’ve sometimes said you might talk to your 
sister in law about those things. She can help you as well, go through the options and then 
you can make your decision independently.

Applying this principle can also help to widen decision-making opportunities by 
encouraging others involved with the person to support their decision making. One 
parent, for example, talked about her conversation with a support worker along 
these lines when she had said,

We expect you to have a conversation with Brendon, don’t make all his choices for him. 
Encourage him to speak to you, express himself, like speak in longer sentences, express 
ideas and things that he wouldn’t necessarily talk to us about perhaps.

 Reflection and Review

This principle emphasises self-awareness and continuous reflection on practice as 
core to good decision support practice. Being self-reflective through all steps helps 
supporters to be conscious of their own influence, values or stake in the decision and 
better maintain a neutral approach that puts these aside. As we have already flagged, 
many parents talked about the difficulties of standing aside and respecting prefer-
ences. The process of reflection was useful in helping them realise how often they 
overstepped this mark and how influential they could be. One mother said, for 
example,

I reflected on the fact that virtually everything that Sally does has been decided by me. The 
reason why that sort of came to light is each Sunday night I do a whiteboard, which is on 
our fridge, and on the whiteboard I have seven days, and then on each of the days we write 
in what Sally’s doing on that day…The fact that she’s in work is because I have a goal for 
Sally that work should be part of her life. I also think, as far as possible, I’d like to think that 
she can be an independent traveller on public transport…When you think of just those 
couple of days and those key things, they were goals that I have set. I didn’t really engage 
Sally in the decision-making process other than to say, you know, “Wouldn’t it be a good 
idea if you went and got a job?”

By reflecting on her relationship with her son, another mother had realised how easy 
it was for her to influence his preferences. She said,

Yes, because I’m his mother. And out of every person on the planet, he loves me the most. 
And therefore, he’s acutely vulnerable to suggestions that I make and my view of him, and 
my attitude towards everything that he might do or might be. Therefore, it’s very difficult to 
separate my intention from his.

Being self-reflective enables supporters to articulate the steps and rationale behind 
the judgements and interpretations they have made. This helps them to be more 
accountable for their practice. This was illustrated by a parent talking about her 
reflection and review of the support she had provided about service options.
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I probably spoke about the good things with the new service. But I probably only spoke 
about the bad things with the old one, which that alerts me…I could have changed that…I 
should have probably talked to him about the good times he’s had at the old service, the 
times with Jaxon and Greg, the times that he’s enjoyed the service, the beautiful environ-
ment it is, the way he’s been there now for three years and it has been good…I could have 
reinforced all those things.

The Framework provides the basis for a simple checklist to help supporters review 
and then describe their actions around each step and principle for an instance of 
decision support and unpack the types of strategies they have used. The free online 
training resources developed as part of the Framework include this checklist and 
other tools that can be downloaded. These can be accessed at http://www.support-
fordecisionmakingresource.com.au. Supporters can use this checklist not only for 
self-review but also to demonstrate accountability of their practice. Alluding to the 
importance of review of their practice as a safeguard for the rights of the person they 
supported, several supporters in our fieldwork drew attention to the few incentives 
to this in the current Australian context. Talking about her interactions with planners 
from the NDIS one parent said, for example,

…they don’t really ask us whether the person that we are making the decision for has been 
consulted. There isn’t any form that you get saying, “Did you speak to the participant about 
this? Do they agree?” It’s nowhere. So they’re perpetuating the old system, which is that 
parents act for children, and that doesn’t matter how old the children are.

Mechanisms to assist supporters to reflect and review their practice will improve the 
quality of decision support as well as help in safeguarding rights. These are largely 
absent when decision support rests in the informal sphere but could include com-
munities of practice, peer support groups or regular training or mentoring to 
supporters.

 Strategies

Supporters must draw on a very broad range of strategies as they move through the 
Framework’s steps and apply the principles to their practice. The examples and sug-
gestions embedded throughout earlier sections illustrate the individually tailored 
decision and context-specific nature of strategies. Some of the different types of 
strategies are summarised in Table  4.2, and others are detailed in the training 
resources (Bigby et al., 2019).

Many of these strategies will already be familiar, as they reflect some of the core 
skills needed for effectively supporting people with intellectual disabilities to par-
ticipate in planning their goals, engaging in meaningful activities and social rela-
tionships or participating in their communities. Some of these skills are illustrated 
in free online training programmes developed from research at the Living with 
Disability Research Centre. See, for example, resources about active support (Every 
Moment Has Potential, 2015), supporting inclusion (Bigby  & Wiesel, 2015), 
enabling risk (Bigby et  al., 2018a, b), supporting decision making (Bigby et  al., 
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Table 4.2 Broad strategies for decision support practice

Strategies
  Attention to communication
  Listening and engaging
  Breaking things down
  Networking
  Researching options
  Educating about options, consequences and constraints
  Creating opportunities to experience options and preferences
  Enabling risk

2019) and those about communication from organisations such as Scope’s 
Communication Resource Centre.

 Impact of Training and Mentoring in the Framework

Since the Framework was developed, we have evaluated its impact on supporters’ 
practice in a range of different settings and with different types of supporters. Much 
of the analysis remains work in progress and is not yet published, and some relates 
more specifically to professional support coordinators who work with people with 
acquired brain injury (Douglas et al., 2020). However, there is clear evidence emerg-
ing from these studies that when supporters are trained in the Framework and men-
tored to apply it, their confidence increases and they use more strategies that reflect 
supported decision-making principles (Bigby et al., 2021). Also, as a consequence 
of their changed practice, supporters describe more participation in the decision 
making of the people they support.

 Support Strategies More Reflective of Supported 
Decision-Making Principles

In order to evaluate the impact of the Framework on the practice of supporters, 
Douglas and Bigby developed the Decision Support Questionnaire (DSQ) in 2015 
(see Bigby et al., 2015c). The DSQ measures changes in the strategies that support-
ers used following a 1-day training workshop and then after a series of 1-hour men-
toring sessions (more details of this and other measures used to evaluate training in 
the Framework are available from the authors and will be published in forthcoming 
papers). Our early analysis of data from a group of 18 supporter parents of adults 
with intellectual disabilities showed the increased use of strategies including check-
ing the person who wants support to make the decision, working through options 
with the person, exploring new experiences and considering their own potential for 
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influence. Results showed a reduced use of strategies that contradicted supported 
decision-making principles, such as reliance on thinking about the best interests of 
the person rather than their will and preferences. Some of these data are shown in 
Table 4.3.

The qualitative data illustrated the types of changes found in the quantitative data 
as well as the broader impact of the training on parents. The training had acted as a 
catalyst for parents to reflect on their approach to support. As one said, ‘it made me 
stop and think’. Parents thought they had become more reflective and deliberative 
about providing decision support. As one mother said, ‘I’m consciously doing it. 
Probably when we talked about it initially I just wasn’t thinking as consciously as I 
perhaps am now’. The Framework gave parents a structure for thinking about sup-
port which they had not had previously, and many used the Framework diagram (see 
Fig. 4.2) as an aide-memoire. Being more reflective raised awareness of their influ-
ence, which some resolved to address by strengthening a commitment to the rights 
of their son or daughter. One father, for example, talked about shifting his approach 
from ‘no risk to some risk’, recognising that he didn’t need to intervene as much as 
he had been doing. He explained a more reflective and deliberate approach to sup-
porting his son, saying,

I think I’m more aware, personally, of making sure I ask him what he wants. I’m also more 
aware of if I’m guiding him or I’m just giving him some options and let him think about it.

Slowing down to give the person more time to think and express their views was a 
new strategy that some supporters used after the training which they felt helped 
them to see better the person’s perspective. One mother said, for example,

Table 4.3 Change to supporter’s strategies for decision support following training in the La Trobe 
Support for Decision-Making Practice Framework

DSQ item
Pre-training 
mean

Post- 
training 
mean

Hypothesised 
change direction

Detected 
change 
direction p

Focus on easy options 2.43 2.0 Decrease Decrease 0.02*
Weigh up the advantages and 
disadvantages of the options 
with the person

3.09 3.40 Increase Increase 0.05*

Consult other people who 
know the person in different 
situations

2.39 2.7 Increase Increase 0.06^

Seek advice from a 
professional/expert

2.09 2.50 Increase Increase 0.05*

Point out a range of options 
for the person

3.17 3.50 Increase Increase 0.05*

Rely on what you think is 
best for the person

3.48 3.2 Decrease Decrease 0.06^

Shift attention away from the 
decision to something else 
that needs to be achieved

1.77 1.50 Decrease Decrease 0.07^

^ p < 0.075; * p ≤ 0.05
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I can see it more from his perspective now and I’m giving him more time and more options 
to sort of choose for himself. I want him to make choices for himself and I feel that I think I 
have more insight into it.

 Changed Skills of People with Intellectual Disabilities and Confidence 
of Supporters

The qualitative data suggested that parents thought some of the people supported 
had also gained skills and confidence, as a result of their own changed support prac-
tice. Some parents reported, for example, that their son or daughter was making 
more decisions, being firmer in expressing their preferences and using better strate-
gies to decide between options. One father said about his son,

He does now actually, sometimes bring up and say, “That would be nice to go and watch 
but then I’ve got this, this and this on, so I won’t do that.” So he does consider. He may not 
know all the constraints and in a way sometimes you help him. But when he knows the 
constraints he’s quite good at it.

Another talked about the changes to her son’s ability to express himself, since she 
had begun to slow down and pay more attention to listening. She said,

He’s becoming more creative in how he communicates things and how he likes to express 
himself. And so he’s continuing to progress in terms of his capacity to speak up, speak for 
himself, self-advocate.

Parents also drew attention to the positive effect of such changes to well-being, 
highlighting the benefits for the quality of life of exercising rights to decision mak-
ing. One parent said, for example,

More and more lately, he gets to make decisions for himself. They’re not massive, sometimes 
it’s what are you going to wear today or what are you going to eat for breakfast. I think he 
feels good when he has the opportunity to choose for himself what he wants to do.

Not only did supporters comment on increased skills of those who they supported, 
they also reported significant increase in their confidence to provide support for 
decision making following participation in training. As a group, supporters’ confi-
dence in their ability to provide support for decision making increased significantly 
(p = 0.03) over the period of time from pretraining to post-training.

 Conclusions and Directions for Future Research

The naysayers about supported decision making draw attention to the lack of evi-
dence about what constitutes good practice and potential for supporters to abuse 
their power. In our empirical data, we saw many instances of decision support where 
there were conflicting interests, and that potentially looked like the exertion of 
undue influence or even coercion. These data help to identify the difficulties of 
judging the quality of support and supporter accountability. They demonstrate not 
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only problems of taking supporters actions at face value but how these are com-
pounded by the fact that every instance of decision support is person-centred and 
deeply embedded in the context and the decision.

As we have illustrated in the foregoing sections, support for decision making 
involves significant supporter interpretations of options, preferences and constraints 
of which close scrutiny opens up alternative interpretation. For example, there were 
instances of clear disregard for preferences by supporters who insisted the person 
explore alternative options first or foisted new experiences on them. Digging deeper, 
the beneficence of such actions might be explained in terms of expanding a person’s 
horizons or helping them understand consequences of their preferences. When 
might this be justified and at what cost to the individual? McKearney (2020b) 
described, for example, similar actions by supporters in his ethnographic case study, 
demonstrating the anguish one man experienced when his immediate preferences 
were consistently ignored in favour of expanding his world. There were instances 
too when clearly expressed preferences were reinterpreted by supporters by refer-
ence to long-term values or goals (will) based on the rationale of the unrealistic 
nature of preferences. How accurate were such judgements and to what extent 
should they be tested? We found many examples where supporters rationalised 
favouring long-term goals over short-term preferences by invoking the person’s 
inability to understand consequences of their preferences. This raises questions 
about the time and resources supporters should spend in finding ways to help under-
standing? It also brings to the surface issues about how supporters reach an under-
standing about the long-term goals they use as proxies for a person’s will. Both in 
our data and other studies, there is evidence to suggest that some supporters settle 
on the long-term goals of the people they support in line with their own visions for 
their future (Curryer et al., 2020; Taylor et al., 2019). As McKearney (2020b) sug-
gests, going beneath the surface of support reveals the ‘inherently vulnerable, politi-
cal, and interactive nature of claims to know what good care is’, or in our case, what 
good support practice is. Such questions warrant further exploration before the 
hasty development of guidance to judge support practice.

One alternative approach might be to explore further the perspective of the peo-
ple with intellectual disabilities who receive decision support, about their satisfac-
tion with outcomes or process. Although our research included interviews with 
people with intellectual disabilities about their support, this approach is also fraught 
with the difficulties associated with taking things at face value. For example, there 
were many examples in our fieldwork where supporters talked about persuading the 
person they supported to their own point of view. In one instance a supporter 
described herself as a ‘good salesperson’, and in another a father described how he 
had won his son around to his own preferred option and been able to convince him 
this preference was his own rather than that of his fathers. There were also examples 
of satisfied decision-makers when it was apparent they had been given only scant 
information about their options or consequences. In such instance how should 
expressed satisfaction with the decision be judged or do the processes of support 
need to be excavated further before taking satisfaction at face value? Relying on the 
perspectives of the people supported to judge the quality of support also raises many 
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of the well-rehearsed issues about inclusive research, particularly the exclusion of 
people with more severe and profound intellectual disabilities and the resources 
necessary to gain the trust of more able people and support their communication 
about complex issues (Bigby et al., 2014). Certainly, a more intensive approach is 
necessary than the intermittent interviews we conducted with the people with intel-
lectual disabilities, in order to gain sufficient understanding of the decision, its con-
text and their perceptions of support.

In our research we compared supporters’ practice against an evidence-based 
Framework that reflects the components of effective practice aligned with the intent 
of supported decision making and the CRPD. This served as a proxy for judging the 
quality of practice and whether, after training, it shifted to align more strongly with 
supported decision making principles. We relied on the perspectives of parents or 
other supporters and their reflections on their practice – the process they had used, 
rationale for actions, how they described their practice, the changes that occurred 
following training and the knowledge and skills they had gained. We asked ques-
tions such as had they gone through the steps in the Framework, applied the prin-
ciples and what strategies had they used, how did these reflect knowledge about the 
person, could they explain the rationale behind their actions and how had they dealt 
with competing imperatives of respecting preferences and taken account of con-
straints and risks to well-being. Essentially we focused on supporters’ reflective 
capacity and ability to articulate the process they had used to provide support.

Carney et al. (2021) illustrates further the difficulties of the judging the quality 
of decision support and the absences of a bright line that distinguishes empowering 
from paternalistic support. Understanding further the nuances of decision support, 
and the hallmarks of good support which can be used to hold supporters to account, 
poses a significant new challenge for researchers. As does understanding support 
from the perspective of people with intellectual disabilities. We argue, however, that 
increasing supporters’ understanding about support for decision-making practice, 
formally raising expectations about the supporters’ practice in policy, disability sup-
port organisations and schemes such as the NDIS and embedding evidence-based 
training for supporters that promotes greater participation by people they support 
and enables supporters to be more reflective and deliberative is an important 
first step.
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Chapter 5
Parent and Sibling Roles in Decision 
Making with Individuals with Intellectual 
and Developmental Disabilities

Meghan Burke, Chung eun Lee, Zach Rossetti, and Sarah Hall

As shown throughout this book, individuals with intellectual and developmental 
disabilities (IDD) are key players in their own decision making. As with any indi-
vidual—regardless of whether a disability is present—one may seek support or 
advice from others when making decisions. Often, these individuals may be family 
members including parents and siblings. Most research about the family of the indi-
vidual with IDD refers to parents (not siblings). Unfortunately, little research and 
practice has been directed at examining the role of sibling and parent dynamics (i.e., 
the interplay of roles and responsibilities between individuals with IDD and their 
family members) in decision making involving individuals with IDD.

In this chapter, we delve into the extant literature about sibling and parent dynam-
ics when considering decision making of individuals with IDD. For context, we 
begin by describing emerging trends in the role of the family in decision making for 
individuals with IDD.  To this end, we discuss person-family interdependent 
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planning as well as the role of the family in supported decision making. Then, we 
summarize the extant literature about decision making and the role of sibling and 
parent dynamics. Specifically, we discuss the types of decisions (i.e., formal and 
informal). We then discuss considerations for decision making for individuals with 
IDD, including personal characteristics, environmental demands, and support 
needs. We conclude with recommendations for future research and supports involv-
ing individuals with IDD and their families in the context of decision making.

 Emerging Trends in the Role of Parent and Sibling Dynamics 
in Decision Making

Supporting individuals with IDD to make their own decisions is a critical area for 
research, practice, and policy. Whereas, historically, individuals with IDD have 
been relegated to passive roles, the current expectation is for individuals with IDD 
to take the reins of their own decision making (Jameson et al., 2015). This is an 
important shift for individuals with IDD. It is also an important shift for their fami-
lies. Indeed, until recently, much of the decision making for individuals with IDD 
fell to their family members, specifically their parents. Because the goal for indi-
viduals with IDD is to play more active roles in their own decision making with 
their families playing supportive roles, it is important to reconcile the new role of 
the family while supporting the individual with IDD to be more independent in their 
decision making. Thankfully, recent research illustrates how families, including 
parents and siblings, can support their family members with IDD in decision mak-
ing. In this chapter, we highlight two of these emerging trends: person-family inter-
dependent planning and the family role in supported decision making.

Person-Family Interdependent Planning

In a seminal article about family involvement in transition planning, Kim and 
Turnbull (2004) argued that person- family interdependent planning (a combination 
of person-centered planning and family-centered planning) can enhance the quality 
of life for both the individual and their family. Unlike person-centered planning—
which focuses solely on the individual with a disability—person-family interdepen-
dent planning ensures that the individual and the family are both involved. Relatedly, 
within person-family interdependent planning, the individual, with family input, 
chooses their own services and goals, exercises their rights and has economic 
resources, and is satisfied with services and their life situations.

Although there may be many reasons for person-family interdependent planning, 
Kim and Turnbull (2004) identify two primary rationales. First, person-family inter-
dependent planning acknowledges that transition planning—and decisions more 
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broadly—impacts both the individual with IDD and the family. Consider the deci-
sion for an individual with IDD to move outside of the family home. At first glance, 
this may be seen as a decision that impacts only the individual. Indeed, when indi-
viduals with IDD live independently outside of the family home, they enjoy greater 
well-being (Heller, et al., 2002) and increased choice making (Bradley et al., 2015). 
However, this decision also impacts the family. For example, when individuals with 
IDD move outside of the family home, their families report greater family quality of 
life, increased freedom to pursue their own interests, and improved familial rela-
tionships (Werner et al., 2009). There may be a differential effect on the benefits of 
out-of-home placement for individuals with IDD and their family members; moth-
ers of adult children with autism spectrum disorder (ASD) reported that moving out 
of the family home yielded the greatest benefit for the individual with ASD, while 
co-residing in the family home yielded the greatest positive benefit for the family as 
a whole (Krauss et al., 2005). Person-family interdependent planning is needed to 
address how decisions impact both the individual with IDD and the family.

Second, person-family interdependent planning is needed as it highlights that 
ongoing support from the family may be needed to facilitate self-determination in 
decision making (Jordan & Dunlap, 2001). Further, person-family interdependent 
planning may be more critical for individuals with greater support needs. For exam-
ple, individuals with greater support needs related to activities of daily living (e.g., 
eating, walking, paying bills) are more likely to rely on their parents and siblings for 
support with respect to recreation, employment, and housing (Sanderson et  al., 
2017). The role of such family members is not to replace the voice and subsequent 
decision making of the individual with IDD. Rather, in person-family interdepen-
dent planning, the purpose is for the family to support and encourage the individual 
with IDD to make decisions while also considering the perspectives and needs of 
their family members. The latter distinguishes person-family interdependent plan-
ning from supported decision making.

Supported Decision Making

As discussed in other chapters, supported decision making is a process wherein, 
with the support of family and friends, the individual with IDD makes the final deci-
sions. Thus, within its very definition, supported decision making acknowledges the 
role of the family. Supported decision making is especially salient with respect to 
families as it is a marked shift from guardianship. Since the United Nations 
Convention on the Rights of Persons with Disabilities (CRPD) (2006) recognized 
supported decision making as a critical approach to emphasize and help implement 
universal legal capacity for individuals with IDD, many countries are increasingly 
replacing guardianship (wherein an individual, often the parent, makes most deci-
sions for the individual with IDD) with supported decision making. Thus, the transi-
tion to supported decision making sparks a change not only in the role of the 
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individual with IDD but also in the roles of parents and siblings, changing their 
roles from decision-maker to supporter.

Unfortunately, the limited extant research suggests that families have little 
knowledge or awareness of supported decision making. In a study of parents of 
individuals with IDD, parents reported knowledge only of guardianship; they were 
unfamiliar with alternatives to guardianship (Jameson et al., 2015). Similarly, in a 
study of adult siblings of individuals with IDD, siblings reported knowledge of 
guardianship with very limited knowledge of alternatives to guardianship, including 
supported decision making (Brady et  al., 2019). As supported decision making 
becomes more common and is legislated in more state policies as a formal alterna-
tive to guardianship, it is expected that families will become more familiar with 
supported decision making and it will become increasingly popular among indi-
viduals with IDD. To date, unfortunately, there are few studies about awareness of 
individuals with IDD and their families about supported decision making.

 Research Findings About Decision Making

Individuals with IDD and their families support each other throughout their lives. 
Such support may be especially relevant among siblings as the sibling relationship 
is the longest-lasting familial relationship, regardless of whether a disability is pres-
ent. Indeed, among siblings without IDD, relationships and support are often recip-
rocal (Howe & Recchia, 2005). Siblings with and without IDD may also engage in 
reciprocal relationships and support through shared activities and family experi-
ences. Kramer et al. (2013) found that siblings with IDD built reciprocity by enact-
ing family roles (e.g., aunt, uncle) and actively participating in shared family 
activities, while siblings without IDD helped their brothers and sisters with IDD 
access community resources and opportunities. These were not equal exchanges, 
but the asynchronous exchanges of support resulted in reciprocity among the sib-
lings (Kramer et al., 2013).

Although reciprocity is present, there is often a hierarchical nature in family 
relationships when a disability is present. The most obvious example of a power 
dynamic may exist between parents and their adult children. Indeed, regardless of 
whether a disability is present, parent-child relationships often have a power 
dynamic resulting with more power lying with the parent than the child. Over time, 
this dynamic tends to dissipate except when the adult child has a disability (Burke 
et al., 2015b).

Similarly, relationships between siblings with and without IDD tend to take on a 
hierarchical nature in which the sibling without IDD provides more support to their 
brother or sister with IDD (Avieli et al., 2019). Adult siblings without IDD take on 
a number of roles in regard to their brother or sister with IDD including caregiver, 
friend, advocate, legal representative, leisure planner, and informal service coordi-
nator (Hall & Rossetti, 2018). Thus, as part of the multiple supports they provide to 
their brothers and sisters with IDD, siblings without IDD will often be well situated 
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to support their brothers and sisters with IDD to make decisions in their lives. 
Indeed, among the limited extant research on (or related to) decision making by 
individuals with IDD, siblings without IDD can play a pivotal role in the decision 
making opportunities and outcomes of their siblings with IDD. Below, we discuss 
the role of the family in formal and informal decisions.

 Formal Decisions

Formal decisions include significant or long-term life decisions about employment, 
post-secondary education, community living, and relationships. Overall, individu-
als with IDD engage infrequently in decision making related to these formal areas 
(Shogren et al., 2017). One area of prior research has examined the quality of life 
outcomes for adults with IDD related to decisions about the type of services and 
service delivery models. For example, Gross et al. (2013) conducted a case study of 
parent/guardian experiences and decisions during participant direction using, “a 
service delivery model in which the consumer of public benefits, or his or her sur-
rogate decision maker, exercises some level of choice and control over the con-
sumer’s supports and services” (p. 88). They found that participant direction allowed 
parents and guardians of individuals with significant IDD to have more control, 
access, and choice related to their adult children’s services, which they reported 
they valued because they could more effectively work toward their desired out-
comes for their children. Their study did not include individuals with IDD as par-
ticipants. As such, it is unclear whether the parents’ involvement and goals mirrored 
the desires of the individuals with IDD. Indeed, most service delivery systems look 
to parents (not individuals with IDD) to access services (Taylor et al., 2017). The 
focus on parents—who may be guardians—may limit the participation of adults 
with IDD in decision making. Formal decisions (e.g., guardianship issues) are dis-
cussed later in this chapter.

Other studies have similarly found that parents (versus individuals with IDD 
themselves) may be more active participants in formal decisions for individuals 
with IDD. In their study of parent and sibling perspectives of future planning for 
individuals with IDD, Lee et al. (2019b) found that most parents made the formal 
decisions for their adult children with IDD. Additionally, Bigby et al. (2017) exam-
ined the perspectives of individuals with IDD on their supported living arrange-
ments, finding that while individuals with IDD reported they enjoyed more choice 
and control in supported living arrangements compared to congregate settings and 
group homes, their decisions were limited to everyday (i.e., informal) decisions. 
Further, the individuals with IDD reported that their families, while supportive and 
regularly involved in their lives, made formal decisions, thus limiting their decision 
making. Indeed, large-scale research has also found that individuals with IDD are 
often not involved in their own formal decisions. In a study of the quality of life 
outcomes of older adults with IDD that analyzed the Personal Outcome Measures® 
data from 800 people with IDD aged 55 years old and older, the majority did not 
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choose where and with whom to live, where to work, the services they received, and 
the personal goals upon which they focused (Friedman, 2019). These examples sug-
gest an important consideration related to decision making in that individuals with 
IDD themselves may not have been directly involved in making the decisions. 
However, with supported decision making, individuals with IDD may become more 
involved in formal decisions.

Research has also found that siblings, similar to parents, may play more active 
(versus supportive) roles in formal decision making for individuals with 
IDD. Although siblings often report that they (compared to their parents) are less 
overprotective of their brothers and sisters with IDD (Burke et al., 2015b), siblings 
may still make formal decisions on behalf of (versus with) their brothers and sisters 
with IDD.  In their study using a dyadic interview procedure with nine dyads of 
siblings with and without IDD, Burke et al. (2019) found that siblings (and parents) 
primarily made most formal decisions for their family members with IDD. Siblings 
without IDD reported utilizing their knowledge of their brother or sister with IDD 
when making decisions. For example, a sibling in this study explained, “Yeah, me, 
my mom and my sister we all kind of really made decisions together.…[We then] 
presented it in a light where he [Aaron] would think it would be a good idea.”

Alternatively, in two of this study’s nine dyads, individuals with IDD experi-
enced greater involvement in decision making for formal decisions. In these two 
dyads, the siblings without IDD emphasized the agency of siblings with IDD and 
consistently focused on supporting them to make their own decisions. For example, 
one sibling dyad and their mother would travel to appointments to meet with service 
providers and discuss their options together (Burke et al., 2019). The other sibling 
dyad spoke daily and worked together to achieve the personal goals of the individ-
ual with IDD, as the sibling without IDD described:

Well, you know, he talks to me. When he wants to make changes, he works with me for the 
changes.…I’m not the parent, right? And I don’t make decisions like a parent would make 
a decision for their kid. You know, I let him go. If he’s gonna fail, he’s gonna fail. Just a part 
of living, right? You gotta know what failing is like and know what winning is like.

Inherent to his description of their decision-making process are considerations 
related to risk taking, as well as a potential difference between making decisions 
and decision-making support from siblings compared to parents.

Other studies have found that siblings and parents may disagree with respect to 
future planning and decision making for formal decisions, noting a pattern in which 
parents may focus on safety and security of individuals with IDD, while siblings 
may be more willing to take chances based on the individual’s interests or prefer-
ences (Burke et al., 2019; Lee et al., 2019b). For example, in response to anticipated 
employment for individuals with IDD, some parents reported that their adult chil-
dren with IDD would work in a standard position (e.g., grocery store bagger), 
whereas siblings emphasized finding an interest-based job and not settling for less 
(Lee et al., 2019b). In a study of sibling advocacy on behalf of their brothers and 
sisters with IDD, siblings without IDD advocated for their siblings with IDD to 
receive additional adult services, kept an eye on their experiences in their residential 
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settings, and included them in daily activities based on their interests and daily 
activity preferences (Burke et al., 2015a). While siblings primarily determined these 
formal decisions, they did so based on the interests and preferences of their brothers 
and sisters with IDD. Such a pattern is critical to decision making involving indi-
viduals with IDD because while parents are primary advocates and caregivers dur-
ing the individual’s school years, siblings are more frequently taking over these 
roles in the adult service system as parents and individuals with IDD age (Burke 
et al., 2015b; Burke et al., 2019). Indeed, siblings without IDD engaged in caregiv-
ing, advocacy, and future planning for their brothers and sisters with IDD (Lee 
et al., 2019a).

 Informal Decisions

Compared to their experiences in formal decisions, prior research (e.g., Burke et al., 
2019) indicates that individuals with IDD engaged more frequently in decision 
making for informal decisions about recreational and leisure activities (e.g., choos-
ing a restaurant or movie) and daily living choices (e.g., what clothes to wear). 
These everyday decisions were based on the preferences of individuals with IDD 
and were distinguished from the larger, more formal decisions about services, 
employment, and community living. Siblings (and parents) reported providing indi-
viduals with IDD opportunities to make such decisions as well as supports to facili-
tate decision making (e.g., prompts, waiting for responses) (Burke et  al., 2019; 
Rossetti et al., 2020). For example, in a study that examined sibling experiences 
with decision making, all of the participants with IDD made their own decisions 
about daily choices such as what clothes to wear, what food to eat, and what to do 
at home, as well as about recreational and leisure activities such as visiting their 
sibling, going to see a specific movie, and eating out at a favorite restaurant (Burke 
et al., 2019). Choices generally refers to informal decisions (e.g., where to eat, what 
food to order), whereas “decision making” includes formal decisions. Siblings with 
and without IDD reported similar shared social activities that were often based on 
decisions by individuals with IDD, including hanging out and talking, eating at 
restaurants, going to movies, shopping at the mall, and completing chores together 
(Rossetti et al., 2020). Other informal decisions about recreational and leisure activ-
ities included taking a trip and going on vacation together, as one of the roles in 
which siblings without IDD engaged was that of a leisure planner or facilitator 
related to their brothers and sisters with IDD (Hall & Rossetti, 2018).

Other studies have similarly found that individuals with IDD make their own 
informal decisions. In one study, individuals with IDD living in supported living 
arrangements reported making decisions about what clothes to wear, what to do 
during the day, and where and when to go shopping (Bigby et al. 2017). While their 
decision making was a feature of increased opportunities to make choices in their 
independent living arrangements, these individuals also reported being in regular 
contact with and supported informally by parents, siblings, and other family 
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members, which facilitated their informal decisions. Similarly, though parents made 
formal decisions for individuals with IDD in their study, Gross et al. (2013) reported 
that one of the four individuals with IDD expressed his preferences more than he 
had in the past when he was provided with increased opportunities to make informal 
decisions. These findings collectively indicate that with increased opportunities to 
make decisions and minimal support from siblings or parents to do so, individuals 
with IDD will more frequently engage in decision making about informal decisions.

 Considerations of Factors Impacting Decision Making

Based on the different types of decisions, individuals with IDD may engage in vari-
ous levels of decision making with their family members (i.e., parents, siblings). 
Relatedly, decision-making capacities may be influenced by a range of potential 
factors. Drawing from a social-ecological model of disability, Shogren and 
Wehmeyer (2015) proposed a framework to understand how individualized decision 
making operates among individuals with IDD. Using their framework, contextual 
factors which may impact decision making include personal characteristics, envi-
ronmental demands, and support needs.

 Personal Characteristics

Decision-making ability (i.e., decision-making capacity) often refers to the personal 
characteristics which build one’s ability to make decisions or choices (Shogren & 
Wehmeyer, 2015). Of course, there are many personal characteristics which may 
influence decision making. With respect to individuals with IDD, historically, deci-
sion making has primarily revolved around one characteristic: cognitive ability 
(Suto et  al., 2005). Specifically, there is a presumed relation between cognitive 
impairment and a limited capacity to make decisions. Individuals with cognitive 
impairment may have more difficulties in understanding relevant information and 
reasoning to make decisions based on their level of intellectual functioning (Morris 
et al., 1993). However, cognitive impairment does not mean that individuals with 
IDD cannot make decisions. Although cognitive ability may influence decision-
making ability, it does not imply incapability of one’s decision making. Indeed, with 
individualized and appropriate supports, individuals with disabilities can make 
decisions (Shogren et al., 2017).

Even though the focus on cognitive ability has impacted decision making among 
individuals with IDD, the importance of individuals with IDD making their own 
decisions has also long been recognized as important. In a seminal article, Perske 
(1972) introduced the concept of the dignity of risk which is the right for individuals 
with disabilities to take risks when engaging in life experiences, including making 
decisions. Families may be overprotective (Burke et al., 2015b) and, accordingly, 
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fear risk-taking among their family members with IDD. To this end, families may 
eliminate the opportunities for individuals with IDD to make decisions. However, 
risk-taking opportunities are crucial to developing decision-making skills. As such, 
families could encourage individuals with IDD to participate in decision-making 
opportunities and learn from their experiences.

Another personal characteristic includes self-determination skills of individuals 
with IDD. Self-determination is critical for individuals with IDD to achieve goals 
and make decisions. Self-determination skills involve understanding one’s strengths 
and needs, setting and working toward self-selected goals, advocating for one’s self, 
and self-assessing one’s own progress and outcomes (Dew et al., 2019). Without 
learning these skills, individuals with IDD may not seek out engaging in self- 
determined behaviors (e.g., problem-solving, goal setting, or self-advocacy) when 
decision-making opportunities are available. Self-determination can involve sup-
port for someone to be the causal agent in their lives, rather than being characterized 
by independent performance of behaviors (in this case, decision making) or self- 
sufficiency (Shogren & Broussard, 2011; Wehmeyer, 2005).

 Environmental Demands

Environmental demands are often defined as the demands and requirements of the 
context within which a person functions (Shogren & Wehmeyer, 2015). Such 
demands may facilitate or hinder one’s decision making. Similar to personal char-
acteristics, there are many environmental demands, and, correspondingly, their 
effects on decision making are vast. For brevity, we focus on three particularly 
salient environmental demands when considering decision making among individu-
als with IDD and their families: inadequate adult disability services, guardianship 
or conservatorship status, and natural supports.

Inadequate Adult Disability Services Although individuals with IDD may have 
abilities and skills to make decisions with support from their families, inadequate 
adult disability services may preclude effective decision making (Lakin & Burke, 
2019). For example, an individual with IDD may want to live in the community with 
individualized supports, and the family may be in favor of this decision. However, 
the lack of available community supports may preclude this decision from becom-
ing a reality. In the United States, 43 states have waiting lists for adult disability 
services (e.g., home- and community-based services); accordingly, an estimated 
193,828 individuals with IDD are waiting for services and, likely, remain in the 
family home while doing so (Larson et al., 2018).

The lack of adult services cannot be attributed solely to waiting lists. Even if 
there is not a waiting list, there is a national shortage of disability professionals 
(e.g., direct support providers, case workers, and other paid caregivers) due to low 
levels of compensation and physically demanding work (Bogenschutz et al., 2014). 
Although an adult with IDD may decide to live with supports in the community, the 
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lack of available direct support providers may occlude this decision from being real-
ized. Because of the limited adult disability services and supports, most adults with 
IDD live with their families until a crisis occurs (Heller & Factor, 2008). Due to 
limited services for individuals with IDD, parents may feel forced into more restric-
tive choices for individuals with IDD (thus not supporting individuals with IDD to 
make their own decisions). Specifically, families may feel compelled to make 
choices which emphasize safety and security, settling for services they can obtain 
rather than individualized services based on the individual’s preferences and needs 
(Rossetti et al., 2015).

The role of the family in relation to decision making and adult disability services 
is also problematic. It is widely recognized that adult disability service system is 
fragmented, tedious, and difficult to navigate (Timmons et al., 2004). Because of the 
highly regulated and constantly changing bureaucracies and rules dictating adult 
services, individuals with IDD often rely on their families to navigate the adult ser-
vice delivery systems (Timmons et al., 2004). Such families may support their fam-
ily members with IDD in making decisions but struggle to identify and access 
needed services to make such decisions come to fruition (Rossetti et al., 2015). To 
this end, researchers have begun developing interventions to educate parents about 
the adult service delivery system. Consider the Volunteer Advocacy Project for 
Transition (VAP-T). In this 30-hour training, parents of young adults with autism 
learn to navigate adult services to identify, access, and advocate for services for 
their offspring with autism (Taylor et al., 2017). In this training, the person with 
autism is involved in some sessions and person-centered planning is the crux of the 
curriculum. Thus, the family may play an integral role in overcoming the barrier of 
inadequate services.

Guardianship or Conservatorship Status In addition to limited adult disability 
services, guardianship or conservatorship status is an environmental demand related 
to decision making. Historically, guardianship and conservatorship have been heav-
ily pursued for individuals with IDD (Millar, 2003). However, guardianship and 
conservatorship often serve to reduce decision-making abilities of individuals with 
IDD.  Indeed, Stancliffe and colleagues (2000) reported that individuals without 
guardians/conservators (versus individuals with IDD who had guardians/conserva-
tors) exercised more personal control. Further, individuals with IDD who have 
guardians (versus individuals who do not have guardians) have significantly fewer 
opportunities to make decisions (e.g., residence, medical care, financial); instead, 
decisions are often made by the guardians themselves (American Bar 
Association, 2017).

The family plays an important role in considering guardianship/conservatorship 
and decision making. Indeed, family members often act as the guardians or conser-
vators for their family members with IDD (Jameson et al., 2015). However, it is 
unclear whether families understand how the roles of guardian and conservator can 
restrict decision making among individuals with IDD. In a study of ten adult sib-
lings of individuals with IDD, all siblings reported not being aware of alternatives 
(e.g., supported decision making) to guardianship (Brady et al., 2019). Nearly all 
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siblings perceived their brothers and sisters to have limited decision-making ability 
and, accordingly, planned to become guardians or conservators for their brothers 
and sisters with IDD. However, sibling participants did indicate some willingness to 
consider less restrictive forms of decision making. Thus, the lack of knowledge 
about alternatives to guardianship or conservatorship may explain the choices of 
families in considering such restrictive forms of decision making.

Natural Supports With respect to decision making, formal adult services and 
roles (e.g., guardianship/conservatorship) are important to consider; in addition, it 
is important to examine natural supports. Defined as unpaid supports, natural sup-
ports are provided by people associated with the individual with disabilities 
(Sanderson et al., 2017). Because 75% of individuals with IDD do not receive for-
mal adult services (Watson, 2016), natural supports are especially important. 
Natural supports are often primarily provided by family members but also can be 
provided by neighbors or friends (Sanderson et al., 2017). These natural support 
providers could provide opportunities for individuals with IDD to perform decision 
making (Carter et al., 2009).

For example, parents may limit the choices for individuals with IDD as they may 
be overly protective or restrictive (Dew et al., 2019). Some research suggests that 
parents are unsure of whether their adult offspring with IDD understand right and 
wrong decisions; accordingly, to avoid wrong decisions, parents report making deci-
sions for their children with IDD (Saaltink et al., 2012). Unsurprisingly, because of 
this disjunct between parents and adults with IDD, they may have disagreements 
about where to live in the future and which adult disability service is needed. On the 
other hand, siblings—who also serve as natural supports—report being less over-
protective of their brothers and sisters with IDD (Burke et al., 2019). From dyadic 
interviews with ten siblings and their brothers and sisters with IDD, siblings reported 
encouraging their brothers and sisters with IDD to make their own daily life deci-
sions (e.g., choosing clothes, choosing meals). In addition, siblings tried to encour-
age their parents to include their family members with IDD in decision making. 
Depending on natural support providers, decision making could be influenced in 
different ways by parents and siblings.

Further, natural support providers often know how to respond to the preferences 
of individuals with IDD. Often individuals with severe or profound disabilities were 
perceived as individuals with limited abilities to engage in decision making 
(Jameson et al., 2015). However, individuals with severe or profound disabilities 
may express their preferences or opinions using different communication modali-
ties; natural support providers often know how to respond to these expressions 
appropriately (Watson, 2016). This is called “supporter responsiveness.” For exam-
ple, when individuals with IDD make specific eye movements revealing their deci-
sions, natural support providers will notice their expression, interpret and assign 
meaning to the expression, and act on the meaning (Watson, 2016). Thus, natural 
support providers may be especially instrumental in supporting the decisions of 
individuals with IDD.  Unfortunately, there are no intervention studies, to our 
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knowledge, that have helped persons with IDD and their natural support providers 
to improve communication and responsiveness.

 Support Needs

Support needs refer to the pattern and intensity of supports a person requires to 
participate in decision making (Shogren & Wehmeyer, 2015). Given that the support 
needs of individuals with IDD vary, it is important to individually consider the role 
of support needs in relation to a given person with IDD and their family. Support 
needs may include the need to address individual behaviors including maladaptive 
and adaptive behaviors.

Although there is mixed research, some evidence indicates a negative correlation 
between maladaptive behavior, choice making and personal control. Specifically, an 
individual with IDD who has significant maladaptive behaviors (e.g., internalizing 
or externalizing behaviors) is often less likely to have opportunities to make choices 
and to be able to exert control over their choices (Carter et al., 2009; Jones et al., 
2018; Schalock, 1994; Stancliffe, 2001). Further, when an individual with IDD 
demonstrates maladaptive behaviors, the individual is significantly more likely to 
live in more restrictive settings (e.g., institutions) (Bambara et al., 1998). Such set-
tings, because of their large and impersonal nature, make decision making among 
individuals with IDD uncommon. The role of maladaptive behaviors extends to 
families of individuals with IDD. When individuals with IDD demonstrate signifi-
cant maladaptive behaviors, their families often perceive the individual with IDD to 
have limited decision-making capacity (Carter et al., 2009; Jones et al., 2018).

Adaptive behavior (i.e., activities of daily living) may influence decision making 
among individuals with IDD and their families. Having fewer adaptive behavior 
skills often correlates with having fewer opportunities to make decisions among 
individuals with IDD (Antaki et al., 2009; Burke et al., 2019). Also similar to the 
case with maladaptive behaviors, family members (i.e., siblings of individuals with 
IDD) may be more likely to have lower expectations and question the ability of their 
family member with IDD to make decisions when the individual has fewer func-
tional abilities (Burke et al., 2019).

Conversely, greater levels of adaptive behavior often lead to increased opportuni-
ties for decision making (Heller et  al., 2000; Jones et  al., 2018; Lancioni et  al., 
1996). Indeed, individual adaptive behavior skills may have a direct correlation with 
decision making. For example, individuals with IDD are more likely to make deci-
sions when they are able to lock their door and vote in elections (Jones et al., 2018). 
Other specific activities may also positively correlate with decision making includ-
ing high-quality work performance; consistent task engagement; assignment accu-
racy and appropriate social/communicative behavior; and consistent eye contact 
(Heller et al., 2000; Lancioni et al., 1996). Thus, increasing training and supports to 
improve adaptive behavior of individuals with IDD may facilitate more decision-
making opportunities.
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 Implications for Research and Practice

This chapter reviews the empirical literature with respect to the role of parent and 
sibling dynamics in decision making among individuals with IDD. The extant lit-
erature posits a jumping off point for future research and practice. Below, we iden-
tify implications for research and practice to better support individuals with IDD 
and their families.

 Implications for Research

The extant research suggests the need for a more holistic understanding of the indi-
vidual with IDD and their family in decision making. First, of the limited literature, 
most research only showcases the perspective of one individual—often the parent or 
sibling of the individual with IDD (Lee et  al., 2019b). Few studies included the 
perspective of the individual with IDD (Burke et  al., 2019; Kramer et  al., 2013; 
Rossetti et al., 2020). The near-exclusion of individuals with IDD is a tremendous 
limitation of prior research. Moving forward, it is critical to fulfill the call of nothing 
about us, without us; research needs to include individuals with IDD as participants. 
To this end, increasingly there are advances recognizing the emerging person- family 
interdependent planning and supported decision-making models.

However, research also needs to go beyond the inclusion of individuals with 
IDD. The extant research also suggests conflicting perspectives among individuals 
with IDD, their parents, and their siblings (e.g., Burke et al., 2019; Lee et al., 2019b). 
Yet, none of the prior studies have included the perspectives of the parent, the sib-
ling, and the individual with IDD within a given family unit. To truly understand the 
nature and effect of sibling and parent roles in decision making among individuals 
with IDD, it is critical for research to explore the perspectives of multiple family 
members from the same households.

Second, research needs to include diverse measures and methodologies. At pres-
ent, the bulk of research relies on self-report (e.g., Gross et al., 2013; Burke et al., 
2015b). While important, self-report is at risk for bias, misperception, and subjec-
tivity. Further, research demonstrates that self-report may not accurately reflect real-
ity. In the study by Burke et al. (2019), for example, siblings reported being more 
encouraging than parents of their brothers and sisters with IDD in making decisions. 
However, the dyadic interviews revealed that siblings often still make the major, 
formal decisions. To truly understand the phenomenon of decision making among 
individuals with IDD and their families, it is important to go beyond self-report.

To do this, researchers may consider observational measures of decision making. 
Indeed, during the dyadic interviews, the researchers were able to observe the 
dynamic between the sibling and the individual with IDD (Burke et  al., 2019; 
Rossetti et  al., 2020). To this end, researchers were able to see the exchange of 
information between the siblings and how they reflected, individually and together, 
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about decision making. Future research may consider coding such interactions to 
operationalize and measure the role of the family member and the individual with 
IDD in decision making. As a complement to the first implication for research (i.e., 
including individuals with IDD in research), dyadic interviewing is also a method to 
ensure accessibility and responsiveness when interviewing individuals with IDD 
(Caldwell, 2014).

Third, research is needed about perceived decision-making capacity among indi-
viduals with IDD. To some extent, this perception dovetails with the literature sug-
gesting that personal characteristics and support needs are considerations in decision 
making (Shogren & Wehmeyer, 2015). Especially with respect to guardianship, per-
ceived decision-making capacity is a critical construct. However, there are few valid 
or reliable measures for decision-making capacity (Applebaum, 2007). Without a 
valid measure, how can decision-making capacity be such a perceived critical factor 
in decision making? Research is needed to understand what families are referring to 
when they discuss decision-making capacity. In addition, research is needed to 
identify more rigorous and well-defined measures of decision-making capacity. 
Relatedly, studies on how best to provide information and education are needed to 
help families to understand that decision-making capacity can be addressed by ser-
vices and supports.

 Implications for Practice

Moving forward, it is critical to change practice such that family members can play 
more supportive roles in decision making among individuals with IDD. For exam-
ple, information needs to be available for families about less restrictive forms of 
decision making. Parents and siblings alike are often more familiar with restrictive 
forms of decision making (e.g., guardianship, conservatorship) and less familiar 
with other forms of decision making that include individuals with IDD to a greater 
degree (e.g., supported decision making) (Brady et al., 2019; Jameson et al., 2015). 
Strikingly, although siblings report being less overprotective than their parents 
(Burke et  al., 2015b), siblings still reported relying on more restrictive forms of 
decision making. However, studies indicate that families want to play more sup-
portive (and less authoritative) roles with respect to decision making for their family 
members with IDD (e.g., Burke et al., 2019).

To this end, information about less restrictive forms of decision making needs to 
be available for families of individuals with IDD. Specifically, families need to learn 
about supported decision making (Shogren & Wehmeyer 2015) and person-family 
interdependent planning (Kim & Turnbull, 2004). By educating families about vari-
ous types of involvement in decision making, parents and siblings can make 
informed choices about their roles and participation in decision making among indi-
viduals with IDD.
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Second, research-based interventions which may increase decision making 
among individuals with IDD need to become more common in regular practice. 
Throughout this chapter, we identified several ways to increase decision making 
among individuals with IDD while still considering the support and input of their 
families. Such ways included increasing opportunities for the individual with IDD, 
embracing the dignity of risk, improving self-determination, accessing adult ser-
vices, increasing one’s activities of daily living, and providing positive behavioral 
supports to better understand and reduce maladaptive behavior. The literature offers 
targeted research-based interventions addressing a few of these approaches, but 
such interventions need to become common practice and more well known.

Consider the Future Is Now curriculum (Heller & Caldwell, 2006). In this cur-
riculum, individuals with IDD and their family members meet in a group to plan for 
the future. The curriculum reflects the input of the individual with IDD and other 
family members. Participants learn about decision making, adult services, and fam-
ily communication. As a result of participating in this training, individuals with IDD 
demonstrated significantly increased choice making—not necessarily more formal 
decision making. However, the Future Is Now curriculum is not widely used by 
practitioners. Such an intervention may be helpful in promoting the role of individu-
als with IDD in decision making and educating families about their supportive roles 
in formal decisions.

One may also consider the Volunteer Advocacy Project-Transition (VAP-T). In 
this 30-hour curriculum, parents of young adults with autism learn about available 
adult services and supports (Taylor et al., 2017). The curriculum is rooted in person- 
centered planning. As a result, families learn about the desires and concerns of their 
family member with autism. Then, families identify, apply, and access needed ser-
vices to fulfill those desires and address the concerns. After participating in the 
VAP-T, parents demonstrate significantly improved knowledge, advocacy, and 
empowerment; their adult children with autism demonstrate reduced unmet service 
needs and greater post-school outcomes (Taylor et al., 2017). Currently, efforts are 
underway to examine the efficacy of the VAP-T. If efficacious, the VAP-T may help 
educate parents and siblings about adult disability services (Lee et al., 2019b).

 Conclusion

There are certainly many research and practice implications with respect to parent 
and sibling dynamics in decision making among individuals with IDD. Moving for-
ward, we encourage researchers and practitioners to think holistically about family 
involvement in decision making as well as to use a variety of methods, measures, 
and interventions to ensure families play supportive roles in decision making. 
Although there is much work to be done, it is encouraging that individuals with IDD 
are taking the reins of their own decision making with their families, parents, and 
siblings alike, playing supportive roles.

5 Parent and Sibling Roles in Decision Making with Individuals with Intellectual…
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Chapter 6
Theoretical Perspectives on Decision 
Making

Ishita Khemka

 Introduction

Decision making is a complex human activity with profound impact on one’s adjust-
ment, well-being, and quality of life. It refers to behaviors by which a preferred 
option or a course of action is chosen from among a set of alternatives based on 
certain criteria. Decision theories have been widely applied in many disciplines 
(e.g., economics, sociology, psychology, consumer behavior) to study organiza-
tional, group, or individual decision-making behaviors. Over decades of research, 
various decision theories across application domains have expanded our under-
standing of decision making as a process and the myriad factors that inform its 
development. From formally described decision rules for maximizing rationality 
and subjective utility to more realistic explanations of human capacity for rational 
decision making and the interdependent roles of cognition, motivation, and emo-
tion, we consider the theoretical perspectives on decision making, which have sig-
nificantly expanded to recognize individual differences in both ability and style of 
decision processing.

The chapter presents an updated review of key theoretical frameworks and 
related concepts that shape our present day understanding of the multifaceted nature 
of the independent decision making of adolescents and adults in the general popula-
tion (see Hickson & Khemka, 2013, 2014; Khemka & Hickson, 2017 for earlier 
reviews). New insights from recent advances in brain and neurobiological research 
that have increased our understanding of the neural mechanisms underlying deci-
sion making are discussed. This research has yielded important explanations for 
when decision making is incomplete or suboptimal, especially in characterizing 
decision-making patterns linked with various etiologies or pathologies. This 

I. Khemka () 
St. John’s University, Queens, NY, USA
e-mail: khemkai@stjohns.edu

© Springer Nature Switzerland AG 2021
I. Khemka, L. Hickson (eds.), Decision Making by Individuals with Intellectual 
and Developmental Disabilities, Positive Psychology and Disability Series, 
https://doi.org/10.1007/978-3-030-74675-9_6

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-74675-9_6&domain=pdf
mailto:khemkai@stjohns.edu
https://doi.org/10.1007/978-3-030-74675-9_6#DOI


118

comprehensive review highlights key factors and conditions that play informative 
roles in the study of decision making, particularly in interpersonal situations, a key 
area of interest to us.

This general body of decision-making research informs our (refers to Khemka & 
Hickson) study of decision making in individuals with intellectual and developmen-
tal disabilities (IDD). Drawing upon this research with the general population, we 
are better able to find ways to improve the overall effectiveness of the independent 
decision making of individuals with IDD. To that end, an explanatory model for the 
study of decision making is proposed – Pathways Model of Decision Processing 
(referred to as Pathways Model), updated here from previous versions presented in 
Hickson and Khemka (2013, 2014) and Khemka and Hickson (2017).

 Theories of Decision Making

 Bounded Rationality

Normative theories of decision making have been central to the study of decision 
making in specifying decision rules for maximizing the utility of decision outcomes 
as the rational standards to which people’s decision behaviors are compared (see 
Stanovich, 2010). However, Simon’s (1967, 1983) concept of bounded rationality 
challenged the notion that people’s decision behaviors are derived in normative 
ways. The view that human rationality is bounded (hence limited) resulted in a 
paradigm shift in decision theories to acknowledge that decision making is not a 
given ideal and that decision-makers deviate from rationality due to inherent factors 
such as their limitations in cognitive capacity, lack of will power, or because of 
existing situational constraints (see Gigerenzer & Selten, 2001). Typically, in many 
real-life situations, decisions are made under conditions of incomplete knowledge, 
and the likely outcomes of all possible options for the decision at hand may not be 
clear. People’s weightings of the different options may also change over time. In 
addition, emotions and motivational beliefs have been identified as important indi-
vidual influences that shape decision behaviors. All these influences divert peoples’ 
decision-making away from the principles set forth by normative models (see 
Galotti, 2002). This has led to the understanding that people make decisions in real 
life, within their own capacity limitations (Selten, 2001). This process entails a deci-
sion maker considering and evaluating available decision options so that their deci-
sion outcome serves their goals in a satisfactory way (also called satisficing (Simon, 
1983)), even though the selected option may not be the most optimal one. The sat-
isficed suboptimal decision suffices as it delivers good enough outcomes, even 
though it might not be the most fully evaluated best possible decision in a situation 
(Brown, 2004; Gigerenzer & Goldstein, 1996; Simon, 1956). Schwartz et al. (2011) 
labeled this way of arriving at satisfactory outcomes as robust satisficing wherein a 
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decision maker asks, “what is a ‘good enough’ outcome, and then seeks the option 
that will produce such an outcome under the widest set of circumstances” (pp. 209).

As early as 1986, Kuhl pointed out that each of the three basic psychological 
processes  – cognition, motivation, and emotion  – provides unique inputs during 
decision making, as well as interact with each other in complex ways to produce 
decision outcomes. In exploring the nature of these interdependencies, the norma-
tive models, over time, began to be replaced by alternative explanations of what and 
how real-life decisions are made. Nonnormative theories or models not only 
enhanced our understanding of the decision-making process but also contributed to 
an appreciation of individual differences (and constraints) in our cognitive function-
ing and hence in our ability to expend time and effort for fully calculated rational 
decisions.

A summary of a few main decision-making theories is briefly presented, fol-
lowed by a discussion on the role of the three basic psychological processes in deci-
sion making.

 Prospect Theory

Prospect theory (Kahneman & Tversky, 1979) describes the thought process that 
occurs when people make decisions while anticipating future outcomes. Its premise 
is that decision makers value losses and gains differently. In general, people tend to 
place a greater value on avoiding losses due to the associated sharper emotional 
reaction to loss than gain. Therefore, when provided with the option of a guaranteed 
win of a smaller amount ($50) as opposed to a 50-50 chance of winning $100 or 
potentially winning nothing, most people will choose the first option of winning 
$50, preferring a certain gain. When gains and losses are equal in likelihood, people 
are more likely to pick certainty over uncertain outcomes, i.e., the risk. Thus, the 
framing of a decision problem (in terms of losses or gains) can significantly alter 
how people assign differential values when evaluating alternatives and the decision 
outcome (see Kahneman, 2011).

 Stage-Based Theories

Stage-based models of decision making (e.g., Byrnes, 1998; Gumpel, 1994; Janis & 
Mann, 1977) describe a deliberative decision-making process in terms of well- 
defined, sequential steps that provide insight into how a decision-maker proceeds 
from beginning to end to arrive at a reasoned decision in a specific situation. These 
models underscore the sequenced stepwise processing as providing for an optimal, 
rational decision-making plan. Most stage-based models focus on the processes of 
generating and evaluating options to arrive at a reasoned decision, while a few 
include the additional steps of implementing a decision (action) and learning from 
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the consequences and feedback (see Byrnes, 1998). Stage-based accounts have pro-
vided a useful framework for identifying and interpreting individual differences in 
decision making, by assessing the ability of the decision-maker to successfully per-
form each component step. Although stage-based models typically imply that deci-
sion making proceeds with the specified sequenced steps, Galotti (2002) suggested 
that a predetermined order of deliberative decision-making steps was not necessary 
and instead proposed to look at components of decision making as being phase- 
based. For instance, she described the phase of the process known as decision struc-
turing as a process during which the decision-maker creates a short list of options 
and considers (implicitly or explicitly) the criteria (e.g., goals) for evaluating those 
options.

 Dual-Process Theories

Researchers have long recognized dual modes of intuition-based (referred to as 
Type 1) and reasoning-based (referred to as Type 2) processing during decision 
making (see Stanovich, 2011). Type 1 processes are fast, automatic, and effortless 
and are most readily (and therefore intuitively) available to a decision-maker for 
acting upon. Unless interrupted or overridden by slower, effortful, and controlled 
Type 2 processes that are considered more analytical and deliberative, it is assumed 
that most decision making proceeds initially with Type 1 thinking. Reyna and 
Brainerd’s (2011) fuzzy-trace theory provides insight into the decision-makers’ 
mental representations during decision making. According to this theory, decision- 
makers construct two types of representations (verbatim vs. gist) of the decision-
making situation based on their past knowledge and values. The first type, verbatim, 
is based on getting the precise information needed for deliberative processing. The 
second type is based on a gist representation of the decision problem and often 
incorporates emotion-related information. The gist-based decision processing con-
sists of impressionistic processes of intuition and therefore is regarded as being 
fuzzy. The theory posits that decision-makers do equally well with either approach, 
although those inclined toward gist-based processing might be more prone to 
adverse biased or framing effects.

 Use of Heuristics

Kahneman and Tversky’s (1979) research provided a basis for uncovering decision 
heuristics, or mental shortcuts, as the kinds of mechanisms and representations that 
individuals tend to use to simplify their decision process. Heuristics support satis-
factory decisions to be made quickly and with ease (Shah & Oppenheimer, 2008). 
According to Gigerenzer and Goldstein (1996), if cognitive mechanisms (e.g., heu-
ristics) involving fast and frugal reasoning allow for successful reasoning in the real 
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world, then those mechanisms do not necessarily need to meet the formal norms of 
rational inferencing. In the social domain, researchers argue that under conditions 
of high unpredictability, competing goals, or time pressure, simple heuristics for 
decision making can serve an adaptive function. They can reduce the cognitive 
demands of searching through all available alternatives by offering an approxima-
tion to the available options to effectively handle the social interaction (see Hertwig 
et al., 2013).

 Basic Processes in Decision Making

 Cognition

Several sources of cognitive influences are known to contribute to decision-making 
competence and accuracy. Higher-order mental abilities help identify a problem that 
requires a decision to be made, generate alternatives, and anticipate and evaluate 
consequences (Gottfredson, 1997; Neisser et al., 1996). These mental abilities, most 
importantly, relate to the level of cognitive ability defined as “mental capability 
that…involves the ability to reason, plan, solve problems, think abstractly, compre-
hend complex ideas, learn quickly, and learn from experience” (Gottfredson, 1997, 
p. 13). Risk awareness and the ability to anticipate and predict challenges, or to see 
events as opportunities, and to adjust behavior, accordingly, plays a key role in deci-
sion making. This has been described as the adaptive nature of intelligence through 
information processing and analytical thinking (Haier, 2016; Hunt, 2011; Sternberg 
& Kaufman, 2011). Other cognition-related abilities that characterize decision 
functioning, for Type 2 reasoning-based processing, are associated with fluid abili-
ties, such as speed of processing, memory, and executive functioning (Schaie & 
Willis, 2002).

Executive function, comprised of a group of related subprocesses (e.g., working 
memory, inhibitory control, and cognitive flexibility) (Miyake et al., 2000) has a 
prepotent effect on higher-order cognitive thought, action, and emotion (e.g., Zelazo 
et al., 2008) and, therefore, on decision making. Executive functioning abilities are 
psychological processes that underlie conscious, goal-directed thought and behav-
ior. Emotions can play a heavy role on how individuals access their executive func-
tioning and decision-making skills in fast-paced, high-pressured situations. Referred 
to as hot cognitions in decision making, these psychological processes driven by 
emotions are largely automatic, activated almost immediately in response to high- 
intensity emotion-based stimuli and high reactivity in the reward system (Steinberg, 
2010). These decisions tend to be unplanned and impulsive, often subject to bias, 
and thus prone to error. In contrast, decisions based on cool cognitions are more 
reflective and focused on planning and slow deliberation (Prencipe et al., 2011).

The use of hot cognitions in decision making might be prompted by the nature of 
the decision task, such as in emergency situations (e.g., by first responders); reward 
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or sensation seeking (e.g., dangerous driving, substance use); or in high-risk situa-
tions that bring intense emotions (e.g., sexual encounters). Hot cognitions are also 
more pervasive in situations of immature executive functioning, as commonly seen 
during the developmental period of adolescence, when executive functioning and 
the ability to modulate emotional experiences may lag the development of other 
cognitive skills, leading adolescents to engage more often in impulsive acts and to 
make errors in judgment (Diamond, 2002).

 Motivation

Decision making has been defined as an intentional, goal-directed behavior. 
Motivation, the activation or energization of goal-oriented behavior is therefore an 
essential mechanism by which decision making proceeds in response to a specific 
decision problem. Motivation serves an important underlying function in decision 
making by providing the motive and the effort for engaging in and successfully 
completing a decision process. Motivation is seen in terms of internal (intrinsic 
motivation) and external (extrinsic motivation) forces that influence how we act or 
why we behave in a certain way. Motivation is tied to positive reinforcement when 
a decision results in a satisfactory outcome, or to a negative effect when the decision 
outcome is not successful. When successful actions are repeated often enough, 
those decisions become habits, being selected almost intuitively or automatically 
over time, with little to no planning.

Motivations can be linked to emotional processes during decision making or be 
generated in response to demands of specific situations. Not all situations are 
equally motivating or requiring the same level of motivational resources. Two gen-
eral ways of how motivation might impact decision making have been studied: (a) 
the goal-driven intent of motivational inputs and (b) the motivational environment 
of the decision-maker as shaped by personal attributions, agencies of control, and 
emotion-laden beliefs that determine the level of engagement. Therefore, in the con-
text of decision making, motivation pertains to both goal-related processes and to a 
person’s self-beliefs about her/his capabilities as they relate to the extent to which a 
goal is attainable and worth pursuing. Motivational factors that are effective in one 
individual might not be effective in others. Therefore, motivation for decision mak-
ing and the allocation of self-resources varies significantly based on individual dif-
ferences and overlap with cognitive and emotional functions.

 Goals and Intentions

Byrnes (1998) defined decision making as the process of choosing a course of action 
from among two or more alternatives while in the pursuit of one’s goals. Hockey 
(2011) suggested that goal selection and motivational effort allocation are arbitrated 
by higher-order cognitions and control functions. From a biological perspective, 
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several brain areas must work in coordination for the regulation of the different 
internal cost-benefit mechanisms relating to effort monitoring (e.g., anterior insula), 
reward (e.g., nucleus accumbens), and action outcomes (e.g., anterior cingulate cor-
tex) (see Boksem & Tops, 2008). Individuals may be exposed to a full spectrum of 
attitudes, values, and cultural influences that interact to shape their motivational 
tendencies. Goals can be positive or negative. Positive goals are the ones that an 
individual decision-maker tries to attain, such as staying healthy, having friends, 
getting a tangible product, etc., while negative goals are the ones that the decision- 
maker tries to avoid or escape from, such as escaping from an embarrassing situa-
tion, coercion, or abuse.

Decisions range in complexity and level of goal evaluation. People are motivated 
by more than one goal and often experience conflicting pressures or motivations for 
and against certain goals. The impact of competing goals is dependent on their rela-
tive strength and ease of attainment. How we balance our goals and how we elect to 
pursue them depend on their motivational content, with certain types of goals 
receiving preference as specific needs arise (Kruglanski, 1996a, b, c).

 Attitudes and Beliefs

Individuals often circumvent the use of detailed decision rules to simplify their 
decision making to a limited set of viewpoints or expectations based on their values, 
beliefs, or preferences. These viewpoints based on evaluations of past experiences 
and possible future events offer quick satisficing ways to reach a decision outcome. 
An individual’s subjective reactions to decision making over time become predict-
able, simplified ways of approaching a decision situation.

Naturalistic decision-making models (see Greitzer et  al., 2010; Klein, 1997, 
2008) examine the kinds of decisions people make in challenging conditions of 
uncertainty, time pressure, and natural constraints, often in the course of their work 
(e.g., fire fighters, nurses). In contrast to structured approaches where the decision-
making task and goal(s) are predefined and controllable, naturalistic views focus on 
how decision-makers use their experience (and expertise) to respond to ill-defined 
and often unplanned (as in emergency or crisis situations) situations by recognizing 
patterns and relying on subconscious, automatic matching of novel situations to 
previously encountered situations without engaging in a deliberative evaluative pro-
cess. Rapid decision making is primed by an individual’s recall of experienced 
events and long-term memory of cues, actions, and expectations that over time build 
into nonconscious, instinctive knowing patterns of how best to make in-the-moment 
decisions (see Allen, 2011). Often, in time-critical situations, the goals that the 
decision- maker wants to commit to are not known at the outset but get clarified 
while they are being pursued in the decision-making context.
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 Emotion

 Emotion and Affect

Emotions play an integral role in shaping our decision behaviors. Research on emo-
tion, affect (i.e., unspecified feelings, mood, or emotion-related traits), and decision 
making has increased rapidly, underscoring that “emotions constitute potent, perva-
sive, predictable, sometimes harmful and sometimes beneficial drivers of decision 
making” (Lerner et al., 2015) (p. 799). The role of emotions has been widely studied 
in the field of neuroscience, where decision making is linked with activity in differ-
ent brain regions such as the amygdala-striatal-based emotional system or the ven-
tromedial prefrontal cortex that underlie deliberative processing involving both 
emotion and cognition (De Martino et al., 2006; Reyna & Zayas, 2014). The inter-
relatedness of these systems is evident when impairment in these areas of the brain 
results in reduced ability to feel emotions and to make optimal decisions that cannot 
be explained simply by the resulting cognitive changes (Bechara et al., 1999). Reyna 
and Zayas (2014) drew attention to a third interconnected brain system, the insula, 
which can modulate emotional-cognitive activity to alter the perceived reward value 
of potential decision outcomes.

Extending our understanding of the role of emotion and its interaction with cog-
nition increases our ability to clearly view the dichotomous systems of rational and 
emotional thinking involved in decision making and to account for the variation in 
decision behaviors that we commonly see among individuals. Evaluation of a situa-
tion in terms of the emotion and the affect it generates sets the intensity of decision-
making engagement for the decision-maker and has consequences for her/his 
behaviors by compelling the actions required for decision making in that situation. 
Although emotions are primarily regarded as having a negative influence on a per-
son’s decision-making process (De Martino et al., 2006; Martin and Delgado, 2011), 
research reveals that whether a specific emotion ultimately improves or weakens a 
specific decision outcome depends on interactions among the cognitive and motiva-
tional mechanisms triggered by each emotion, within the overall framework of deci-
sion making. In a study by Zhao (2006)  on the impact of induced positive vs. 
negative emotions on risky decision making, positive emotions were associated 
with risk-averse behaviors as a motivation to protect positive feeling states in con-
trast with negative emotions prompting risk-seeking behaviors as a way for elevat-
ing one’s negative affective state.

Whether emotions have negative or positive valence, they strongly and routinely 
influence and shape behavior. Knowing about the different types of emotions that 
can impact decisions can offer cues to the decision-maker for how best to regulate 
the emotions toward her or his best interest. According to George and Dane (2016) 
and Lerner et al. (2015), emotions can operate at an integral level, arising primarily 
because of the specific decision task or situation at hand or they can be incidental, 
triggered by remembering a previously charged experience, but unrelated to the 
decision at hand. Effects of integral emotions can operate at both conscious 
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(deliberatively) and nonconscious (intuitively) levels, although incidental emotions 
tend to operate largely automatically without much self-awareness.

Another mechanism by which emotions may influence decisions involves pro-
viding the implicit motivation, or goal, to pursue during decision making. According 
to Izard (2009), the motivational activation of emotions can come from either a 
momentary emotion-cognition interaction in deciding how to respond (on the spur 
of the moment) or via a more enduring impact of personality traits, shaped by emo-
tions, that evolve developmentally over time. Either way, emotions play a critical 
role in the unconscious operation of the mental processes by providing the motiva-
tional value for a decision. The action tendencies (motivated behavior) stem from 
the quality of consciousness that characterizes the felt emotions and thereby informs 
decision making. Similarly, Zeelenberg et al. (2008) endorse this view as feeling is 
for doing, suggesting that discrete emotions trigger discrete implicit goals. Focusing 
on the motivational aspect of emotions allows for a better understanding of the role 
of emotion in decision making.

According to Nelissen et al. (2007), “an emotional state is characterized by a 
motivational tendency to the attainment or maintenance of a particular, emotion- 
specific end-state” (p. 902). Motivational response to the activated emotions sets the 
goal state which serves to anchor the decision-maker’s evaluation of possible out-
comes in the specific situation (e.g., anger provides the motivation to respond to 
injustice; anticipation of regret provides a reason to avoid excessive risk-taking) 
(Loomes & Sugden, 1982; Solomon, 1993). This indicates the involvement of a 
goal-activation mechanism in the decision process derived from the evaluation of 
the consequences of the experienced emotion. Since different emotions are associ-
ated with different goals, emotions are recognized for providing control precedence 
during the decision process because they direct decision-makers to different courses 
of action (Frijda, 1986). In other words, the experience of a particular emotion 
brings forth a specific goal that may overrule other goals.

 Biases

Strong emotions or past impressions can remarkably bias decision making even 
when cognitive information would suggest otherwise rational, alternative courses of 
action (see Loewenstein, 1996; Loewenstein et  al., 2001). Biases tend to attach 
themselves to decision targets, changing to strong preferences or habits over time 
that are then difficult to dislodge (Rozin & Royzman, 2001). An example of such a 
bias is when an individual who fears flying chooses to drive a long distance rather 
than taking a flight, well knowing that the base rates for death by driving are much 
higher than those for flying for the equivalent mileage (Gigerenzer, 2004). Similarly, 
decisions anchored by people’s superstitions or long-term commitments can lead to 
bias in the decision-making process as only a limited set of possible alternatives 
might be canvassed during the decision search (Etzioni, 1988; Gilovich et al., 1985). 
For instance, people might select higher-priced items to match their favorite brand 
or lucky color even when the information of other lower cost options of similar 
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quality is readily available. A well-studied bias in decision making is the impact of 
framing effects that can subjectively affect the weighting of the different attributes 
of the problem.

 Emotional Arousal and Stress

The impact of emotional arousal and stress on decision making is well studied in the 
literature. In earlier understandings, the impact of arousal and stress on decision 
making was regarded largely as negative. For instance, it was assumed that under 
conditions of high stress or levels of anxiety, decision making would be less than 
optimal (e.g., Janis & Mann, 1977; Toda, 1980). However, research now suggests 
that stress and decision making are intricately connected, and whether the resulting 
effect is positive or negative depends not only on the type of decision-making situ-
ation but also on any confounding effects of individual factors such as personality 
and demographics. Gutnik et al. (2006) described the relationship between emo-
tional arousal and decision making as one that resembles an inverted U-shape. 
Under high levels of arousal, important information may be overlooked as the focus 
of attention is too narrow; under low levels of arousal, the focus of attention might 
be too broad and include unnecessary irrelevant information in the decision process. 
On the other hand, moderate levels of arousal would be most conducive to a bal-
anced allocation of attention and use of relevant information. In a review by Starcke 
and Brand (2012), both laboratory-induced stress and naturally occurring stress 
were found to mediate underlying mechanisms of decision making, including strat-
egy use, feedback processing, and reward and punishment sensitivity. The effects 
were most likely to be detrimental (negative impact of stress) in situations involving 
risk avoidance, strategy use, or other higher-level systems. In other situations, where 
stress was perceived as a challenge rather than a threat, stress appeared to have a 
positive impact bringing about an increase in cognitions toward more adaptive deci-
sion making. According to them, “If stress confers an advantage or disadvantage in 
terms of outcome depends on the specific task or situation” (p.1228). In a recent 
study by Byrne et al. (2020), researchers found that induced acute stress allowed for 
greater tolerance of uncertainty during decision making, enhancing preference for 
high-uncertainty options that were associated with highly variable rewards but with 
long-term advantage over low-uncertainty options with smaller yet more consistent 
rewards. This indicates that stress can be manipulated in an adaptive way to make 
decision-makers physiologically cross over the initial threshold of uncertainty in 
favor of longer-term outcomes that lead to learning for maximizing rewards.

Suggested patterns of response to the levels of emotional arousal might vary not 
only by situation but also by the level of decisional control exercised, such as when 
an individual is known to have extensive experience with a decision domain (Klein, 
2009). This was evident in a study by Leprohon and Patel (1995) who found the 
decision making of nurses in emergency telephone triage situations to be 100% 
accurate even though decisions were being made extremely rapidly under the high-
est levels of urgency. Therefore, evaluation of a situation, in terms of the intensity of 
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affect and arousal it generates for the decision-maker, sets the mechanisms for the 
type and level of decision engagement and the consequences of the actions required 
for decision making in that situation. This explains how the experience of stress 
might influence decision making differently for different people, depending on an 
individual’s ability to handle the impact of stress.

Although we commonly relegate the primary function of emotion to be a direct 
cause of behavior (e.g., as in fear causing fleeing), emotion also influences behavior 
indirectly via a feedback system (see Baumeister et  al., 2007). Emotional states 
promote (or discourage) future behavior by providing feedback and appraisal of 
actions. Rapid, automatic affective responses, particularly those due to the intensity 
of the emotional experience, inform cognition and behavioral choices to create a 
strong memory to guide future decisions. The automatic affective responses in a 
decision situation might remind the person of past emotional outcomes and provide 
useful guides as to what emotional outcomes may be anticipated in the present, 
thereby creating a feedback cycle. Drawing from such emotional inputs, motiva-
tional efforts are impacted, fostering strong interdependence between these factors 
during decision making.

 Interdependence of Cognitive, Motivational, and Emotional 
Processes in Decision Making

The decision-making parameters do not remain static across multiple decision-mak-
ing contexts. Rather, they change as a function of shifting goals and priorities and 
emotional states. Decision theorists have drawn upon the work of Bandura (1997) 
and Weiner (1986) to illustrate how cognitive thinking during decision making can 
be influenced by individual perceptions of self-efficacy or control and the decision-
maker’s feelings of agency about their ability to carry out a particular action. Shah 
and Kruglanski (2000) proposed that the interaction of cognition with motivation 
during decision processing produces different types of motivational input that affect 
the extent and direction of information processing.

There is ample evidence to suggest that reasoned cognitive decision processing 
might depend on prior accurate emotional processing (Bechara & Damasio, 2005). 
The influence of factors related to emotional processing may occur at multiple lev-
els of the decision-making process, both conscious and unconscious, including 
physiological reactions (e.g., Bechara et al., 1997, ten Brinke et al., 2019). As noted 
earlier, executive function is an umbrella term for a series of cognitive skills, includ-
ing selective attention and inhibition (Diamond, 2013). These two skills are consid-
ered mechanisms of attentional control, as selective attention supports the focusing 
of attention on task-relevant cues, while inhibitory control relates to the inhibition 
of task-irrelevant cues (Eysenck et al., 2007). Attentional control theory posits that 
anxiety reduces top-down attentional control. That is, rather than attending to 
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goal-directed information, individuals high in trait anxiety would be biased toward 
the processing of stimuli related to a perceived threat.

Optimal decision making in affective contexts relies on both the skills needed in 
cognitive decision making and an individual’s affective control and reward sensitiv-
ity. Affective control refers to goal-directed, future-oriented processes triggered in 
contexts where emotion and motivation play a role and include balancing immedi-
ate gratification with long-term rewards (Zelazo & Carlson, 2012). Whereas cogni-
tive control is related to cognitive functioning, affective control is related to 
emotional functioning (Poon, 2018). Affective control is necessary during decision 
making in affective contexts to downregulate emotional activation.

The interrelatedness of cognition and emotion in decision making is further rein-
forced when there is a high possibility of emotional bias leading to asymmetric 
processing of emotional stimuli. As recent research in laboratory settings has shown, 
the level of emotional bias (i.e., focus on negativity vs. positivity) in decision mak-
ing can be impacted by several factors such as the level of arousal, type of task, or 
cultural background (see Yuan et al., 2019). Additionally, influential cognitive pro-
cesses related to attention and interpretation of salient information during decision 
making might precede the impact of emotional bias. For instance, attention bias 
reflects how much attention is allocated to high-valence (high emotional value) 
information. After the initial perception and evaluation of the valence, an interpreta-
tion bias resolves how ambiguous information in decision situations might be inter-
preted, based on one’s previous learning and memory. Such study of emotional bias, 
and related cognitive mechanisms, is particularly relevant in conditions of neurode-
velopmental disorders related to anxiety or mental disorders where affective regula-
tion (or dysregulation) underpins the psychopathologies. This promotes greater 
understanding of the intricately linked processes of emotion and cognition and 
reveals important mechanisms to target for intervention support. Lam et al. (2020) 
propose that “they should be studied synergistically rather than in isolation. Perhaps 
a productive way to move forward is to address whether different aspects of cogni-
tive processing mediate/moderate specific aspects of emotional biases in healthy 
and mentally unwell individuals” (p 157).

 Individual Determinants of Decision Making

 Personal Factors

Understanding the factors that influence decision-making processes is essential to 
understanding how decisions are made. Several personal factors influence the pro-
cess of decision making in ways that have an impact on outcomes. These factors 
include gender (Weller et al., 2018; Toplak et al., 2017), experience (Juliusson et al., 
2005), age, and other individual differences (Bruine de Bruin et al., 2007).
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 Gender

Several studies have measured gender differences in decision-making styles or 
other personality traits that inform self-regulatory inputs during decision making 
and overall decision-making competence. Reported gender differences have been 
linked to both neuropsychological and biological differences (e.g., van den Bos 
et al. 2013) and socialization processes (Eagly, 1995), causing behavioral and moti-
vational differences in the ways that decision goals are selected and acted upon by 
women and men. Findings of measured gender effects have not been consistent. For 
instance, Stanovich et al. (2017) reported nonsignificant gender differences on deci-
sion subcomponents, such as framing, risk knowledge, and decision confidence. In 
another study, Toplak et al. (2017) found men to perform better than women on the 
use of a composite heuristic and bias index that involved cognitive reflection in the 
process of decision making. Most studies have suggested that the observed gender 
differences occur in the context of one or more of other influential factors (e.g., age, 
personality, culture) and require further study.

In a study by Cross et al. (2011) that explored gender differences in impulsivity 
traits on behavioral risk-taking tasks, researchers found that the differences were 
related to motivational inputs rather than effortful behavioral control. Men showed 
significantly higher sensation seeking in comparison to women, with no significant 
differences on executive function tasks measuring effortful control. Delaney et al. 
(2015) found age- and gender-based individual differences in decision-making 
styles, with older people showing a greater preference for an independent/self- 
controlled decision-making style and women, relative to men, reporting a higher 
interpersonal-oriented dependent profile, in comparison to an affective/experiential 
profile when making important decisions. In a study by Weller et al. (2018), involv-
ing a large online community adult sample (N = 804), the researchers tested asso-
ciations between specific personality dimensions and individual differences on 
indicators of decision-making competency (applying decision rules, resistance to 
framing, recognizing social norms, and consistency in risk perception). Among the 
subset of competencies examined, only the application-of-decision-rules scale 
showed evidence of differential functioning across groups, suggesting that gender 
differences may be confined to specific subcomponents, rather than reflecting global 
differences in decision making between women and men. Higher levels of consci-
entiousness, honesty/humility, and openness were associated with higher decision-
making competencies, with two traits demonstrating gender-specific associations. 
Specifically, higher decision-making competency scores were associated with 
higher levels of emotionality (related to tendency to create emotional bonds with 
others) in women only, while low extraversion (related to approach motivations and 
greater potential reward sensitivity) was associated with higher decision-making 
competency scores for men. Although gender is an important personal factor in 
decision making, research on the relationship between gender and information pro-
cessing styles (typically characterized as intuitive vs. analytical) used during deci-
sion making has been somewhat inconclusive. A few studies have found women to 
be higher in their intuitive thinking than men, who tend to engage more in 
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deliberative thinking (e.g., Pacini & Epstein, 1999; Gigerenzer et al., 2013). In con-
trast, no gender differences in thinking styles have been found elsewhere (Delaney 
et  al., 2015). Findings of these studies suggest that regardless of the underlying 
etiology of gender influences, personality traits related to self-regulatory cognitive 
and behavioral control (and cognitive flexibility) require further study to determine 
how these aspects might operate differently for men and women to shape increased 
rational thinking during decision making.

 Experience

Decision making is impacted by experience as decision-makers learn how to 
respond optimally (or near optimally) based on prior observations; and motivations 
to engage in decision processing may change because of past interactions in a deci-
sion-making setting. Juliusson et al. (2005) indicate that past decisions influence the 
decisions people make in the future. Given a similar decision situation, people are 
more likely to decide in the same way as in the past, especially if the past decision 
had been a positive experience. To the extent that an experience did not lead to a 
successful outcome, people will tend to avoid making the mistake again and choose 
differently (Sagi & Friedland, 2007). However, using experience favorably for 
future decision making requires the decision-maker to examine outcomes of past 
decisions carefully and to be selective to the extent that past decisions are beneficial 
to future decision making.

 Individual Differences

Research has indicated that individual differences related to age, socioeconomic 
status (SES), etc. influence decision making (Finucane et al., 2005). The influences 
of age on decision making have been most extensively studied during the develop-
mental period of adolescence when reward-seeking and risk-taking behaviors sig-
nificantly shape decision making along with situational effects such as influence of 
peers, social expectations, etc. Research studies (e.g., Cauffman et al., 2010) show 
that response inhibition, emotion regulation, calibration of reward seeking, and the 
capacity to anticipate and learn from negative consequences, all increase with matu-
ration. Therefore, adolescents will adjust their decision-making behaviors over time 
with age and learning experience (see Hickson & Khemka (2014) for a more detailed 
discussion on the impact of age on decision making). Finucane et al. (2005) reported 
a significant difference in decision making across age, with a focus on older people 
experiencing declines in decision-making performance because of declining cogni-
tive functioning and other age-related influences.
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 Cultural and Social Influences

Sociocultural attitudes and group norms solicit strong preferences during decision 
making, creating cultural influences that can have a significant impact on individual 
and group decisions. Cross-cultural variation is observed in the decision modes 
people use, their preferences, negotiation styles, creativity, and more. These differ-
ences among people can be attributed to culturalized norms or preferences. Culture 
refers to the “myriad ways of living exhibited by a particular group of people, ways 
that are transmitted from one generation to the next and which distinguish that 
group from others” (cf. Smith, 1997) (cited in Yates & de Oliveira, 2016, p. 106). 
Many other factors have been studied as a proxy for culture including nationality, 
religion, and social class as giving rise to distinctly identifiable cultures (Cohen, 
2009). The cultural motivations for decision making stem from not only a person’s 
cultural background but also from their values and ethics (Adler, 1991; Brake et al., 
1995). These culturally guided attributions provide commitment to a course of 
action that is intended to serve the interests and values of groups of people within 
those cultures.

Much of the existing work on culture and decision making has focused on cul-
tural dimensions such as comparing opposing cultural traits such as individualism- 
collectivism; independence-interdependence (Hofstede, 2011; Markus & Kitayama, 
1991; Oyserman et al., 2002; Triandis, 2004); and recently, tightness-looseness as a 
measure of the strength of expected strictness to cultural norms (Gelfand et  al., 
2011; Yates & de Oliveira, 2016). These dimensions are associated with different 
conceptualizations of the self. Individualistic cultures bestow greater autonomy on 
the self and tend to value self-expression and personal goal pursuit independent of 
others’ goals. By contrast, collectivistic cultures view the self as part of a whole, 
with the expectation to fit in working with his or her group’s goals, i.e., to vary one’s 
personal behavior according to the dominant social context.

Cognitive style has also been a popular framework with which to study cultural 
decision-making differences (Choi et al., 2007). Cognitive style has been theoreti-
cally linked to social orientations ascribed by different cultural groups, such that 
individualists are relatively analytic (attention to logic and details) and collectivists 
are relatively holistic (attention to relationships and context) (Varnum et al., 2010).

Although normative cultural differences hold strong influences on individual 
decision-making patterns as discussed above, research also indicates that broad 
social and cognitive patterns serve as drivers of more specific cultural differences 
among individuals. The emerging perspective is to acknowledge other relevant 
influences such as individual’s processing styles, the use of strategies, attention, etc. 
as shaping decision behaviors instead of only the dominant cultural traits. Structures 
in social environments also guide decision behaviors by activating schemata that 
represent the ways in which the characteristics of certain events or objects are 
recalled (e.g., stereotypes, preferred worldviews, commitment along political party 
lines). In addition, the influence of culture is subjective, and individuals from one 
cultural group could very well import another culture’s decision-making practices 
to improve their own decision-making effectiveness. In sum, decision-making 
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practices based on culture may have many inherent influences that ultimately rein-
force individual decision-making patterns over time.

 Environmental and Situational Factors

The role of situational or contextual factors in decision making has been well dis-
cussed. The type of decision task (impersonal vs. personal), level of task complexity 
(dictated by number of evaluation criteria to be considered), or the presence of oth-
ers in a decision situation can all have a sizeable impact on the process and outcome 
of decision making (Loewenstein et  al., 1989). For instance, in an interpersonal 
context, the outcomes anticipated for other(s) in the situation may emerge as a 
potentially salient reference point during decision-making. The social motives 
might differ in interpersonal decision contexts depending on the nature of the rela-
tionship (e.g., in terms of familiarity, status) of the decision maker with others. The 
level of ambiguity or uncertainty in a decision situation might require a decision-
maker to search for more information or adapt to imperfect information. Therefore, 
the situational effects of risk and uncertainty, often present in social situations, can 
have a significant impact on the decision-making outcome, independent of one’s 
ability and style of information processing. Janis and Mann (1977) and Hoch and 
Loewenstein (1991) explain that in situations of high emotional intensity or time 
pressure, decision-makers might bypass logical and effortful consideration of 
options and their consequences. Loewenstein (1996) suggested that heightened 
drive/physical states (e.g., extreme hunger, thirst) or intense moods and emotions, 
which he labeled visceral factors, can influence an individual’s decision process in 
ways that make them act contrary to their self-interest. “I don’t know what got into 
me” or “I must have been crazy when…” (p 289) are common observed reactions to 
such out-of-control (irrational) decision making.

During the adolescent years, the influence of peers (O’Brien et al., 2011) can be 
an influential social contextual variable that impacts decision making by creating a 
strong situational bias toward greater reward sensitivity for engaging in risky behav-
ior and gaining peer acceptance. Knowing the nature of the decision task is an 
important consideration in improving decision quality. Ayal et al. (2015) indicate 
that if individuals can flexibly adjust their information processing style to the situa-
tion on hand, they are more likely to make optimal decisions. That is, an intuitive 
style of information processing is likely to lead to better performance on an intuitive 
task, and reversely, higher analytical processing is more optimal for analytical- 
based decision tasks.

Decision-making processes are also influenced by environmental factors associ-
ated with the personal histories of individuals and the cultural context within which 
an individual operates as a decision-maker. Therefore, people’s reasoning is guided 
by their goals, but within prevailing environmental constraints. Over and above the 
situational variants, the personal relevance of a decision to a person determines the 
level of effort and commitment to making the decision.
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 Extending the Research from the General Population 
to Individuals with IDD

Research on general decision-making theories as reviewed above provides a strong 
theoretical basis for understanding the components of decision making and the 
many factors that might impact individual decision making and its effectiveness. 
These theories provide insight into the complex nature of decision making and the 
multitude of factors that underpin the level of engagement and success on a deci-
sion-making task. Although many of the traditional decision-making research stud-
ies have involved laboratory-based experimental tasks with an emphasis on isolating 
important variables to study, the studies offer insights that can be extended to less 
controlled, more complex environments. They identify mechanisms and tools that 
can be used to predict key components of decision making in other domains such as 
social or interpersonal contexts. Familiarity with the decision-making literature for 
the general population also helps to evaluate strengths and weaknesses in the deci-
sion making of specific groups of individuals, such as those with IDD, and to predict 
key components of decision making that might help explain differences within and 
between people with and without IDD.

Most of the decisions we make in everyday life take place in the context of our 
environmental surroundings, taking into consideration a multitude of factors. 
Primarily, real-life decisions are made in a social context and might involve an inter-
action with another person, what we have referred to in our work as interpersonal 
decision making. Interpersonal decision making might involve a dyadic interaction 
where two people jointly decide, or it could involve an interpersonal interaction 
with another person that requires a decision to be made in a situation that represents 
some level of ambiguity or uncertainty. Most of our decision-making research has 
focused on this type of interpersonal decision making in situations with a threat of 
abuse, peer influence, peer aggression, etc. In social situations, the person making 
the decision will need to invoke a series of basic processes in the cognitive, emo-
tional, and/or motivational domains to integrate the social information into the deci-
sion-making process. The information received from the social environment could 
be implicit (e.g., facial expressions, status of the other person), unconscious (e.g., 
interpretation of social norms based on experience), or overt and direct, such as a 
perpetrator using an overt lure or threat to coerce someone in a situation that is 
physically dangerous.

With the above theoretical underpinnings of decision making in mind, we have 
been conducting decision-making research for the past two decades with individu-
als with IDD, to see to what extent research findings based on the general popula-
tion can inform the study of special populations, particularly individuals with IDD, 
for whom expected cognitive limitations are likely to interfere with effective deci-
sion making. The goal of our research has been to explore the separate as well as 
combined contributions that these cognitive, emotional, and motivational processes 
have on social, interpersonal decision making of adolescents and adults with 
IDD.  Based on our current research perspectives on decision making among 
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individuals with IDD, we have developed a model of decision processing that pres-
ents a comprehensive view of the important contributors to effective decision mak-
ing for this group and predicts probable pathways for decision processing in 
response to a particular decision task in each situation.

 Pathways Model of Decision Processing

The Pathways Model of Decision Processing, first presented by Hickson and 
Khemka in 2013 as a framework for decision-making research, is an explanatory 
model that can be used to assess and interpret decision-making behaviors of indi-
viduals with IDD across a range of interpersonal decision-making situations. The 
model draws from the vast theoretical advances in the study of decision making 
(e.g., Janis & Mann, 1977; Kahneman, 2011; Newell et al., 2015; Stanovich, 2011) 
and our own past work (e.g., Hickson & Khemka, 1999, 2001, 2013, 2014; Khemka 
& Hickson, 2006, 2017) focusing on the decision-making experiences of individu-
als with IDD. Since interpersonal decisions are made in the context of social situa-
tions and in relation to others, these decisions by nature tend to be open-ended and 
have outcomes that are unknown at the start of the process. Therefore, these deci-
sions are highly sensitive not only to differences in decision-making ability and 
individual preferences but also to a host of outside influences relating to the social, 
cultural, and situational profile of the decision-making situation.

All in all, there is no one suggested way for an individual to approach an inter-
personal decision task, but rather one must select an approach that matches inputs 
in a specific decision situation. The model, presented in Fig. 6.1, depicts four alter-
native pathways of decision processing that set forth the approach to information 
seeking and decision processing that distinctly defines each of the four pathways. 
Ideally, effective decision-makers should have a repertoire of decision-making tools 
that enables the flexible deployment of all four possible pathways calibrated to the 
demands of a particular situation. Further, the demands for decision making may 
vary substantially by the type of decision, as indicated by the situational/environ-
mental bar at the base of the model. For example, financial/medical treatment deci-
sions might require involvement of others and usually are made over a relatively 
longer period in contrast to decisions relating to personal relationships or social 
interactions, which are typically more immediate and self-determined. The model 
also highlights the myriad factors that might influence decision processing along the 
pathways and the interdependencies among them.

Moving upward, the next bar in the model highlights the neurodevelopmental 
and personal characteristics of the decision-maker as key determinants of which 
decision pathway will be selected and how it will be applied in a specific environ-
ment or situation. The personal characteristics which impact decision making might 
include age, gender, experience, and social and cultural influences. The neurodevel-
opmental factors cover etiology and a range of developmental attributes that relate 
to a person’s biological and neurological makeup and determine an individual’s 
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Fig. 6.1 The Pathways Model of Decision Processing 

response capabilities in areas of motor functioning, learning, language, communica-
tion, neuropsychiatric problems, etc.

The topmost of the three bars in the model takes into consideration each of the 
basic mental processes of cognition, motivation, and emotion and illustrates how 
the interplay of these processes might influence an individual’s approach to a deci-
sion-making situation and her/his ability to adaptively satisfy personal goals to the 
extent possible. In the domain of cognition, control of cognitive thought and action 
is determined by aspects of memory, attention, executive functioning, comprehen-
sion, consequential thinking, and communication. Motivational determinants in 
interpersonal decision making are twofold and include those that define individual 
goal identification and prioritization and those that invoke personal agency beliefs 
related to one’s self efficacy as a decision-maker. As discussed in this chapter, the 
emotion-based components that likely impact decision behaviors include a range of 
affective factors (e.g., stress, arousal, feelings), including values and beliefs, and are 
shaped by personal experience.

In our research studies, we have intended to expand our understanding of what 
constitutes an effective decision. In general, the decisional intent in healthy relation-
ship situations or positive peer interactions is to be prosocial, while in situations 
involving abuse or coercive peer interactions, the decisional intent is to be self- 
protective. Our research methodology has been to use tasks, such as brief descrip-
tive vignettes, to portray interpersonal decision problems based on real-life 
situations. Respondents are typically asked what the key decision-maker, the 
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protagonist, should do in each of the vignette situations. An overarching goal of 
Khemka and Hickson’s research is to identify interventions and supports to assist 
individuals with IDD to calibrate their individual selection of decision-processing 
pathways to the specific needs of the situations that they are likely to encounter in 
their lives.

The Pathways Model of Decision Processing presents the four alternative path-
ways along with examples of their application with vignette situations drawn from 
our studies. The model also acknowledges the role of individual self-regulatory 
functions and inhibitory controls in upholding the application of the different path-
ways and, in the case of Pathway 3, illustrates the direct impact of these mecha-
nisms in redirecting the type of processing to pursue considering implied 
consequences for the ultimate decision outcome.

 Pathway 1: Intuitive

Pathway 1 (follow blue arrow) is an intuitive decision processing pathway that relies 
almost entirely on intuitive Type 1 processing (Stanovich, 2011). Type 1 processes 
are deployed rapidly and automatically with little or no effort. This type of respond-
ing can apply to a range of decisions, with the possibility of both adaptive and 
nonadaptive outcomes. In its simplest form, the pathway refers to most everyday 
decisions that are routine or have minor or nonconsequential outcomes. It might 
involve selecting, based on familiarity, and associated with emotions, the decision 
action that represents a strong distinct emotion (such as choosing one’s breakfast 
cereal). In interpersonal situations, an intuitive style of decision making might be 
optimal when alternatives are limited within a controlled set of conditions and deci-
sions that have minor payoffs or losses. For example, in a healthy coworker relation-
ship situation, Anna’s coworker, Marvin, may say to Anna, “It is a really nice day. 
Would you like to go out for lunch today?” Most likely, Anna would be able to use 
Pathway 1 to make a quick decision based on whether she is free and/or whether she 
would like to go out to lunch with Marvin. This type of decision process might also 
be called upon if a person is offered a ride home by a friend.

In highly emotionally charged situations, when the decision-maker is guided 
mostly by strong affective feelings or emotions, the decision could bear high emo-
tional intensity (inducing hot cognition), and the result could be a more rushed, 
hypervigilant, intuitive decision outcome. These types of decision have a high prob-
ability of being nonadaptive as they are made quickly with no evaluation of alterna-
tive options. For instance, in situations of peer pressure to engage in sexual activity 
or substance abuse or other activities that might offer sudden high payoffs, the 
decision- maker might respond to the possibility of a thrill or reward with a rapid 
sensation-seeking, risk-taking decision to participate.

In highly time-pressured situations, intuitive decision making might be the most 
practical way to respond. When time is limited for decision processing, decision- 
makers responding affectively (based on emotion, general mood state) may be prone 
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to making unwanted errors in their decision making. They may also rely on simpli-
fied rules or heuristics in lieu of more extensive processing. The use of heuristics 
can sometimes outperform more deliberative, analytic decision processing (Payne 
et al., 1993), but that typically requires careful integration of decision information 
for success. Finally, decision-makers who act on the spur of the moment by relying 
on memory, experience, or a quick representation of the available information may 
follow Pathway 1 intuitively. There is agreement that the primary source of such 
intuitive decisions is largely from memory (Kahneman & Klein, 2009) and they are 
typically based upon a gist-based representation of the situation, as also described 
in fuzzy-trace theory (Reyna, & Brainerd, 1995). The intuitive processes here might 
relate to associations based on simple learning and retrieval of feelings of liking or 
disliking or of previous similar successful actions in the interpersonal/social domain. 
Alternatively, intuitions could be based on accumulating information proceeding 
through a quick, automatic process involving integration of memory traces with cur-
rently available information (Glockner & Witteman, 2010). The extent to which 
these processes result in adaptive decisions depends on how well the meaning (gist) 
is derived from memory and whether attention is given to select details of the situa-
tion. Undue memory interference, bias in developing meaning based on experience, 
or excessive affective input might disrupt the balance needed to proceed success-
fully for this intuitive pathway. Since these decisions are based on intuitive, impres-
sions that are not modified by conscious deliberation, the quality of the decisions 
made depends on the adaptive nature of those impressions.

 Pathway 2: Deliberative

Pathway 2 (follow green arrow) involves reasoned, deliberative (Type 2) processing 
based on a detailed, verbatim representation of a situation. Type 2 processing is 
slow and analytic (Stanovich, 2011) and typically involves multiple components or 
the use of a stepwise strategy for the generation and evaluation of alternative courses 
of action. Complex interpersonal situations with serious long-term consequences, 
such as when a person is faced with a decision about what to do regarding a long- 
term, abusive relationship with a family member or caregiver, often require delib-
erative Pathway 2 processing. Individuals with ID tend to encounter difficulty with 
applying multiple strategy components and with the hypothetical thinking needed to 
project possible short-term and long-term consequences of potential decision 
options. For example, in the following abuse situation, whenever Jayde’s uncle 
comes to family parties, he forces Jayde into a bedroom and touches her private 
parts. Jayde’s uncle tells Jayde not to tell anyone. This situation is complex with 
multiple possible solutions and serious potential consequences. Jayde may need to 
apply a deliberative strategy to consider her options and their possible consequences 
and to find the best way to stop the abuse in the immediate situation (a short-term 
decision) as well as in the future (a long-term decision). Other examples of such 
reasoned, calculated decisions might pertain to complex life decisions relating to 
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living, employment, medical treatment, or consent to a sexual relationship. In apply-
ing this well-reasoned deliberative approach to decision processing for highly ana-
lytical decisions, there is likely to be a discrete stage of cognitive processing after 
initial perception and attention, leading to an iterative cognitive cycle of acquiring 
and evaluating information needed for decision making.

 Pathway 3: Intuitive to Deliberative

Pathway 3 (follow yellow arrow) involves a shift from an initial intuitively based 
(Type 1) decision process to a deliberative (Type 2) process after self-regulatory and 
inhibitory mechanisms detect that the situation requires a more deliberative process 
and overrides the initial Type 1 process. Starting from an intuitive, affect-based 
decision process, the decision-maker regulates to a more cognitively based reflec-
tive (and deliberative) process of generating and evaluating options to arrive at a 
decision that addresses the goal that becomes relevant to the situation. This pathway 
accounts for relying on one’s emotions or on intuition but prompts the decision- 
maker to assess the situation more accurately by thinking systematically. Lerner 
et al. (2015) note this approach to be more adaptive to decision making in highly 
emotional situations.

The use of this pathway might occur in interpersonal situations that at first glance 
appear benign, but later reveal themselves to involve threats or coercion, initiating 
consideration of options and a deliberative decision to satisfy the goal of being safe. 
For example, in a seemingly benign cyber situation, Jamal has been visiting an 
online forum for guitar players who share songs that they like. Then, Ian, another 
forum user, posts, “Jamal must be retarded if he likes that song.” Jamal will likely 
need to employ a Pathway 3 process, involving a shift from an initial intuitive auto-
matic process with respect to his use of the online forum to a reasoned reflective 
decision-making process to figure out how best to handle the cyber abuse consisting 
of a humiliating verbal taunt by Ian. This involves the interplay of the two systems 
as a quick automatic decision is interrupted to allow for more thoughtful control and 
a deliberative decision to be made.

Cognitive processing functions related to attention and interpretation may play a 
significant role in mediating the impact of emotional bias as decision making pro-
ceeds through initial automatic and subsequent strategic processing (Yuan et  al., 
2019). In some cases, the level of affective regulation (or dysregulation) reached 
might be limited by underlying psychopathological conditions or neurodevelop-
mental constraints (e.g., IDD, ADHD, anxiety, mental disorders). The self- regulatory 
and inhibitory controls that help navigate between the reasoned and intuitive sys-
tems are not only shaped by such individual differences, but over time provide feed-
back to inform the further development of those characteristics.
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 Pathway 4: Deliberative to Intuitive

Finally, a fourth pathway, Pathway 4, (follow magenta arrow) develops over time 
because of practice from repeated decision-making experiences in a specific domain. 
Repeated deliberative decision processing can build familiarity with alternatives 
and their likely consequences in a specific domain such that, over time, a new path-
way of decision processing evolves to create a decision process in the form of a 
learned response to be activated from memory in a particular type of situation. Since 
the rehearsed decision is recalled readily from memory, it resembles an intuitive 
Type 1 response that proceeds almost automatically. This pathway is most often 
associated with the type of decisions that emergency workers rely on when having 
to make skilled, quick decisions in emergency situations (Klein, 1998, 2009). It is 
also a plausible pathway for those who have built up a repertoire of effective deci-
sion actions that they can draw upon and implement rapidly in emergency situa-
tions. Klein (2008) described this as a recognition- primed decision that allows an 
individual to draw upon their experience and arrive at a course of action without 
having to deliberatively weigh all the alternatives. When primed by experience, or 
training, with a previous pattern, that has been repeated often, such decision 
responses could be considered intuitive in the sense they have come to be easily 
recognized and applied without the use of reasoning or a detailed logical routine. 
Intuitions, in these situations, become highly accurate, reliable, and credible sources 
of information for making decisions. These decisions can be emotionally charged 
and have major consequences. They are simply made through a quick selection of 
an action and can result in a habit in the long term. For instance, when approached 
by a group of unfamiliar peers as opposed to one peer to go to a neighborhood park, 
the immediate response might be to decline the invitation and get to a safe place 
quickly. When prompted by a telemarketer to share personal financial information, 
a Pathway 4 response learned through experience would be to deny the request and 
to quickly hang up.

 Conclusion

The literature reviewed in this chapter articulates the patterns, processes, and varia-
tions in decision-making behavior that have been considered across the typical 
range of human functioning and provides the basis for a comparative view of the 
decision-making capacities and processes utilized by individuals who are discrepant 
from the norm, such as individuals with IDD.

Decision making is a largely cognitive psychological process, shaped by sub-
stantial inputs from our emotional and motivational systems. Decision making is 
construed as a goal-oriented process of arriving at a decision action that best meets 
(or satisfices) an end goal. Decision making can proceed as a deliberative, step-by- 
step process (Pathway 2) or be based upon the use of a rapid, intuitive process 
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(Pathway 1). Regulatory processes can trigger a shift from an intuitive to a delibera-
tive process (Pathway 3), or determinants derived from experience or training can 
result in a shift from a deliberative to a recognition-based intuitive process (Pathway 
4). In adverse situations, the entire planful process of decision making can be sub-
verted, in favor of affect-based, intuitive responding. Decision-making outcomes 
are not always optimal.

Given these various ways in which decision making can proceed, it is useful to 
outline the different pathways, as summarized above, that the decision-maker can 
take in the decision process. The Pathways Model of Decision Processing provides 
a guide for looking at the various potential determinants of independent decision 
making for individuals with IDD and describes four different pathways to decision 
making, Aspects of decision making can be targeted through specific training meth-
ods to improve the decision-making capabilities and experience of individuals with 
IDD.  See Chap. 11  in this volume for an application of the Pathways Model in 
identifying key processes that constitute loci of difficulties in decision making for 
individuals with IDD.
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Chapter 7
Etiology and Decision Making: 
Considerations and Implications

Brittney L. Goscicki, Cynde K. Josol, Marisa H. Fisher, Elisabeth M. Dykens, 
and Robert M. Hodapp

 Introduction

As do those in the general population, individuals with intellectual and developmen-
tal disabilities (IDD) must make significant life decisions. These decisions involve 
a host of personal issues—for example, choosing to take a particular job or manag-
ing one’s finances—as well as navigating interpersonal situations with family mem-
bers, friends, and romantic partners. Indeed, the ability to manage personal and 
interpersonal affairs partly defines what it means to function as an adult in our soci-
ety, and these issues can at times be challenging for any of us.

For individuals with IDD, however, managing personal and interpersonal affairs 
can become even more difficult. Individuals with IDD are prone to increased vul-
nerability to maltreatment and victimization, as well as to reduced agency over their 
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lives more generally (Fisher et  al., 2016). But why these individuals more often 
undergo such negative experiences is only beginning to be understood. One impor-
tant factor likely relates to decision making, the ability to make important, reasoned 
decisions from among several options. For individuals with IDD, it is essential to 
understand their decision-making patterns, so that interventions can be created to 
address key deficits and lead to improved life outcomes.

In considering such decision-making abilities, we acknowledge the difficulties 
that decisions can entail for anyone. Typically, everyday decisions are made with 
certain degrees of incompleteness or uncertainty, wherein a person has inadequate 
knowledge of all of the salient elements or may not appreciate that certain, seem-
ingly important issues are irrelevant to the present choice (Hickson & Khemka, 
2014). Even when one has identified all of the relevant factors, the processing activi-
ties involved in decision making place significant demands on a person’s cognitive 
system. Rarely, for example, are we able to keep in mind (and appropriately weigh) 
every variable in making any major life decision, nor can we always determine 
which personal or environmental factors are important, which are unimportant, and 
which might change in importance in the years to come. For this reason, heuristics 
or mental shortcuts are often utilized to streamline decision making; oftentimes, 
these shortcuts are based on one’s habits, values, and past experiences (Kahneman 
& Tversky, 1979). Given that heuristics are used to simplify the information- 
processing components of decision making, it is important to understand the spe-
cific decision patterns of those with IDD.

At the same time, persons with IDD are not homogeneous, and the popula-
tion with IDD is actually comprised of individuals with different etiologies or 
causes. Individuals might have Williams syndrome, Prader-Willi syndrome, 
Down syndrome, or any of approximately 1000 different genetic IDD condi-
tions (Hodapp & Dykens, 2012). Groups with many of these etiologies have 
their own phenotypic characteristics (Dykens et  al., 2000). To date, however, 
decision-making studies have generally examined heterogeneous samples of 
persons with IDD (Hickson & Khemka, 2014). As a result, we know little about 
how etiology impacts specific decision-making patterns, including both adap-
tive and dysfunctional styles.

This chapter summarizes advances made in understanding the link between eti-
ology and decision-making behaviors among individuals with IDD. For the pur-
poses of this chapter, the decision-making processes discussed pertain to independent 
rather than supported decision-making. The terms decision and choice are used 
interchangeably, as the terms can be used synonymously in everyday contexts and 
situations. We begin with key background information, including principles used 
when examining etiology and issues of decision-making in general and for those 
with IDD. We then address etiological differences in decision-making patterns and 
their corresponding behavioral implications. We conclude with etiology-specific 
recommendations to improve the decision making of persons with different 
forms of IDD.
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 Etiology in IDD: Basic Issues

Over the past three decades in the field of IDD, important strides have been made in 
our understandings of etiology. We now know, for example, that approximately 
1000 genetic anomalies cause IDD.  Over the years, we have also advanced our 
understanding of these causes (Dykens, in press). Traditionally, 75% of cases of 
IDD were thought to arise from unknown causes (and went by a variety of names), 
with only 25% due to one or another identified genetic or nongenetic etiology 
(Zigler, 1967). With recent genetic advances, this ratio of unknown:known percent-
ages has gradually changed, such that the ratio now more closely approximates a 
50:50 split (Karam et al., 2015).

Beyond the increasing numbers of identified etiologies that account for higher 
percentages of the overall IDD population, the IDD field has increasingly appreci-
ated that, when it comes to behavior, etiology matters. Although illustrated in many 
ways, one needs only to compare over the decades the numbers of articles on genetic 
conditions that have appeared in the “Journal of Intellectual Disability Research,” 
the “American Journal on Intellectual and Developmental Disabilities,” “Intellectual 
and Developmental Disabilities,” and the “Journal of Policy and Practice in 
Intellectual Disabilities.” Across these major IDD research journals, one sees large 
decade-by-decade increases in the number of etiology-related research articles. 
From relatively few articles—usually limited only to those with Down syndrome—
during the 1980s (Hodapp & Dykens, 1994), the numbers of psychological research 
articles have increased exponentially during the 1990s and 2000s to include etiolo-
gies such as Williams syndrome, Prader-Willi syndrome, and fragile X syndrome 
(Hodapp & Dykens, 2012). Admittedly, this increased research focus remains cen-
tered on only a few of the 1000 known etiological conditions; still, these increases 
illustrate the importance of etiology in modern IDD research.

 Genotype: Phenotype Approach

To understand the effects of genetic etiology on behaviors, one must go beyond 
sheer numbers and return to the classic discovery of genotypes and phenotypes. 
Geneticists have long distinguished between an individual’s genotype—one’s par-
ticular genetic inheritance—and one’s phenotype, or the outward manifestation of 
that genotype. In most cases, phenotypes have been thought to consist of height, 
hair, skin, eye color, or other physical features. In addition, high-blood pressure, 
cancer, obesity, or other physical and health issues have been considered phenotypes.

In more recent years, IDD researchers have applied this genotype-phenotype 
approach to behavior (Dykens et al., 2000). First proposed by William Nyhan (1972) 
in relation to Lesch-Nyhan disease (a disorder characterized by severe self-injurious 
behavior), this concept was explored more fully beginning in the 1990s (Flynt & 
Yule, 1994; Hodapp & Dykens, 1994). The idea is that, like physical features or 
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health problems, specific genetic anomalies can also have outcomes, or phenotypes, 
that relate to behavior. The term behavioral phenotypes implies this genotype: phe-
notype connection.

 Behavioral Phenotypes: Three Principles

Before discussing how the behavioral phenotypes of certain genetic conditions 
relate to decision-making styles, we first provide three overarching principles. 
These principles show the strengths and limits to this approach.

 Probabilistic Nature of Behavioral Phenotypes

When considering a chromosomal anomaly—for example, the presence of a third 
chromosome 21  in Down syndrome or the deletion on chromosome 7q11.23  in 
Williams syndrome—we generally see probabilistic, not deterministic, outcomes. 
In contrast to a deterministic outcome—for which a genetic disorder determines the 
outcome for every individual with the syndrome—probabilistic outcomes make it 
more likely that groups with a genetic condition will demonstrate the usual or char-
acteristic behavioral feature. Behavioral phenotypes of specific genetic syndromes, 
then, involve “the heightened probability or likelihood that people with a given 
syndrome will exhibit a certain behavioral and developmental sequence relative to 
those without the syndrome” (Dykens, 1995, p. 523).

A good example involves Down syndrome. On average, groups with Down syn-
drome show difficulties in several aspects of language, with grammar as an area of 
special deficit relative to overall mental age. But not every person with Down syn-
drome shows such grammatical difficulties. In a book-length exploration, Rondal 
(1995) detailed the language abilities of a 32-year-old Frenchwoman named Francoise. 
Although by all measures Francoise had trisomy 21 (i.e., Down syndrome), she nev-
ertheless uttered long and complex sentences. Rondal (1995, p. 117) reports her say-
ing (translated), “And that does not surprise me because dogs are always too warm 
when they go outside” (“Et ca m’etonne pas parce que les chiens ont toujours trop 
chaud quand ils vont a la port”). While most individuals with Down syndrome do 
show grammatical weaknesses relative to their overall functioning levels (in cognition 
or in overall communication), this single counterexample shows that the effects of a 
genetic anomaly are probabilistic, not deterministic, in nature.

 Few Behavioral Outcomes Are Unique to a Single Syndrome

A second important point relates to the uniqueness of a particular behavioral out-
come. Referred to as total vs. partial specificity (Hodapp, 1997), most etiology- 
related behaviors are not specific to one and only one genetic etiology. Examples of 
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total specificity include the extreme self-mutilation in most individuals with Lesch- 
Nyhan syndrome (Schretlen et  al., 2005), extreme hyperphagia (overeating) in 
Prader-Willi syndrome (Dykens et al., 2007), or cat-cry in infants with 5p-syndrome 
(Sigafoos et al., 2009). In each instance, no other syndromes seem to show these 
behaviors to anywhere near the same extent.

In most cases, however, particular outcomes are shared (i.e., show partial speci-
ficity) with more than a single syndrome. Two or more syndromes might, for exam-
ple, show a particular proneness to aggression, depressive episodes, obsessions, or 
other maladaptive behavior or demonstrate a specific profile of cognitive strengths 
and weaknesses. These shared behaviors likely arise because, in terms of genetic 
etiologies, there exist greater numbers of genetic etiologies (over 1000) than possi-
ble behavioral outcomes. Or, to quote the clinical geneticist John Opitz (1985), 
“The causes are many, but the final developmental pathways are few” (p. 9).

 Phenotypes Involve Many Aspects of Health-Physical Characteristics 
and Behavior That Change Over Time

Just as, in the general population, phenotypic outcomes might include a person’s 
height, hair color, and high blood pressure, so too do phenotypic outcomes relate to 
multiple aspects of physical-medical and behavioral characteristics. In many cases, 
physical-medical and behavioral characteristics even relate to one another.

To again use Down syndrome as an example, studies over many decades have 
shown that, on average, children with Down syndrome show particular linguistic- 
communicative deficits, especially in the areas of articulation and grammar. At the 
same time, from 35% to 70% of individuals with Down syndrome also show hearing 
problems (Porter & Tharpe, 2010), and most individuals show a characteristic physi-
cal structure of the tongue in terms of thickness, size, and placement within the mouth 
(Bunton & Leddy, 2011). In turn, these children’s hearing problems and larger, thicker 
tongues have also been implicated as contributing to the weaknesses in articulation 
and inconsistent use of grammatical morphemes such as word endings like “s” or 
“-es” for plurals and “-ed” for regular past tense (Abbeduto et al., 2007).

Within behavior itself, specific etiologies show connections to various aspects of 
behavior. In several syndromes, individuals are more prone to maladaptive behavior 
psychopathology. Examples here include the propensity in Prader-Willi syndrome 
to show obsessions and compulsions (Dykens et al., 1996) and, in Williams syn-
drome, to show high rates of fears and phobias (Dykens, 2003) and generalized 
anxiety (Kennedy et al., 2006; Leyfer et al., 2009). In addition to psychopathology, 
several etiological groups also demonstrate specific patterns of cognitive-linguistic 
strengths and weaknesses (e.g., the relatively low levels of grammar in Down syn-
drome), as well as etiology-related patterns of strengths-weaknesses on certain IQ 
tests. The best example might be the pattern of “simultaneous processing over 
sequential processing” found on the Kaufman Assessment Battery for Children (or 
K-ABC) test, a pattern that has been noted among boys with fragile X syndrome 
(Dykens et al., 1987) and individuals with Prader-Willi syndrome (Dykens et al., 
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1992). Importantly, phenotypes evolve and change with development throughout 
the entire life course (Dykens, 2013). Thus, hyperphagia in Prader-Willi syndrome 
begins in early childhood and waxes and wanes over time; the anxieties and fears in 
people with Williams syndrome may intensify with advancing age; and risks for 
Alzheimer’s dementia are heightened in middle-aged adults with Down syndrome.

One important aspect of behavior involves personality and motivation. Individuals 
with Down syndrome, even from their toddler years onward, attend more to people 
than to objects (Kasari & Freeman, 2001). These individuals also use their social 
abilities to try to avoid performing difficult cognitive tasks, a pattern of behaviors 
that Pitcairn and Wishart (1994) referred to as engaging in party tricks. Similarly, 
children with Williams syndrome, even from very early ages, have been described 
as having social and outgoing personalities (Davies et al., 1998; Doyle et al., 2004), 
exhibiting high levels of social motivation. Differentiating among studies of 
temperament- personality, social attention, and hyper-sociability/approachability, 
Thurman and Fisher (2015) have noted how various aspects of the sociable person-
ality of Williams syndrome relate to real-world outcomes (see below).

 Decision Making Process

When considering how each of us makes decisions, we begin with the idea that 
 decision making is a complex process. First, we describe decision making in the 
general population, before briefly describing a current framework, the Pathways of 
Decision Processing model (Hickson & Khemka, 2013, 2014), that synthesizes the 
roles of mental processes (i.e., cognition, motivation, and emotion) to describe dif-
ferent plausible decision-making pathways used by persons with various etiolo-
gies of IDD.

 Decision Making in the General Population

A critical consideration in decision making is the complexity of the situation or task 
itself. Specifically, differences exist between relatively straightforward decisions as 
opposed to complex decisions—one example might be the difference between the 
decision of what to wear for a job interview (easy decision problem) vs. where to go 
to college (complex decision problem). Compared to decisions concerning ward-
robe choices, complex problems like college selection typically involve some uncer-
tainty and ambiguity, especially in the early stages.

When embarking on complex decision making, one may need to use strategies 
(Mintzberg et al., 1976; Powell et al., 2011), especially in cases of decision making 
under uncertainty. Making strategic decisions in uncertain circumstances differs 
from decision making in which the context is well known. For example, if one is 
unsure of what to wear for a job interview, one can perform a simple online search 
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for recommendations. In contrast, a strategic approach may be more appropriate for 
deciding which college to attend, especially in the early stages, when many 
unknowns exist (e.g., waiting for notifications from other colleges). An individual’s 
comprehension is strengthened only if they continuously work through the com-
plexity of the problem (Mason & Mitroff, 1981; Polasky et al., 2011).

While the complexity of a problem may seem limitless, the human information 
processing capacity is not. At any one time, for example, humans can keep in mind 
only 7 + 2 separate items (Miller, 1956). Similarly, humans are also notoriously 
inept at weighing different risks, which explains why we are incredibly fearful about 
the risks of very low-risk events such as crashing in airplanes or experiencing shark 
attacks, but less worried about higher-risk events such as experiencing a house fire 
or car accident. Each of these human inadequacies may affect strategic decision 
making. Therefore, for complex, situations, the decision-making process may rely 
heavily on strategies that can help simplify the complexity of the problem.

In the general population literature, various descriptive models exist of decision 
making, each involving a number of different stages (e.g., Halpern-Felsher & 
Cauffman, 2001; Mazzolini, 1981; Steptoe-Warren et  al., 2011). These models, 
which share some common characteristics, can be organized into three distinct 
stages (Schwenk, 1984).

 Stage 1: Problem Identification/Goal Formulation

In numerous decision-making models for complex situations, problem identification 
and goal formulation consist of two activities: recognition and diagnosis (Mintzberg 
et al., 1976; Steptoe-Warren et al., 2011). Recognition refers to identifying the prob-
lem and considering all possible information. Consider again the problem of deciding 
which college to attend. Prospective students need to consider all available informa-
tion: housing options, financial aid services, whether the college has one’s desired 
courses or majors, social life, and even location (in a city, suburban or rural area; near 
vs. far from home). Such information helps the prospective student make decisions on 
the college that will best fit their education and career goals.

In almost every case, however, information can change or be inaccurate. In this 
first stage, then, one needs to perform a diagnostic process, which involves deter-
mining which types of information a person needs to collect and how to attain it. If, 
for example, a prospective student wants to know about a particular college’s social 
life, is it better to consult the college’s official website, peruse a popular guidebook 
of US colleges, or talk to someone from their high school who attends that college? 
And what if different sources disagree?

 Stage 2: Alternatives Generation

After identifying the problem and formulating possible solutions, one needs to next 
generate strategic alternatives. In doing so, individuals may search their memories 
or their environments (e.g., helpful heuristics) for alternative solutions to the 
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problem (Halpern-Felsher & Cauffman, 2001). To solve the problem of a company 
operating at a loss, for instance, one might think about filing for bankruptcy, apply-
ing for federal or state loans, reducing the number of staff, or charging more for 
products or services. But if too rigid during this stage, a person might never consider 
potentially better alternatives. It is also possible to overfocus on a single solution. In 
the example above, before searching for alternative solutions, one might quickly 
decide to file for bankruptcy, defending bankruptcy as the only possible solution 
(i.e., single outcome calculation; Steinbruner, 1974). One might even rationalize 
this decision by highlighting the negative outcomes of all others—If I receive a 
business loan, I will have to pay it back, or If I increase prices, then my customers 
will take their business elsewhere. Failure to generate and consider all possible 
alternative solutions may then negatively affect the success of strategic 
 decision making.

 Stage 3: Evaluation and Selection

Regardless of which strategic alternatives are considered, a decision-maker must 
ultimately select a solution to the problem. In the company example, one must 
decide if filing for bankruptcy really is the better solution compared to applying for 
a loan, reducing the number of staff, or increasing prices. But certain cognitive 
biases can affect the evaluation and selection of viable solutions. For example, even 
if a problem presents high levels of uncertainty, one can become overly confident 
about dealing with the problem’s complexity due to representative bias, or overesti-
mating the extent to which a solution to a similar problem can be generalized to 
another problem (Chen et al., 2007).

These three general stages of strategic decision making—identifying the 
problem, generating alternative solutions, and evaluating and selecting among 
those solutions—are not mutually exclusive. Instead, Schwenk (1984) states 
that these stages are mutually dependent. The process of decision making is also 
iterative and cyclical, reflecting the ambiguity and uncertainty of complex 
problems.

 Pathways Model of Decision Processing for IDD

In summarizing the findings about decision making for complex problems, our 
knowledge derives mostly from the general population. For the most part, decision 
making models are lacking for the IDD population. But one model, Hickson and 
Khemka’s (2013, 2014) the Pathways Model of Decision Processing, synthesizes 
extant models and outlines four possible social decision-making pathways used by 
individuals in both the general and IDD populations. Based on both intuition and 
deliberative strategizing, these pathways capture the roles that cognitive ability, 
motivation, and emotion all play in Decision making, as well as the situation’s 

B. L. Goscicki et al.



155

contextual demands. To capture how individuals with IDD might exhibit either 
adaptive or aberrant decision-making patterns, we now delineate the different path-
ways in this model and provide examples for each.

The first pathway involves low-effort and rapid intuitive decision making. In 
Pathway 1, an individual makes a quick decision, with little hard thinking and using 
a gist-based representation of context. For example, if someone’s friend invites 
them to dinner, the person could use this pathway to quickly decide whether they are 
free and would like to accept the invitation. Although mostly applicable to relatively 
simple problems, individuals with IDD may exhibit atypical Pathway 1 processing 
patterns if they display rigid thinking or might have difficulties regulating emotions 
and intentions.

In contrast, Pathway 2 features calculated, reasoned decision making. Like gen-
erating reasoned alternatives to complex problems, such decision making employs 
higher-order hypothetical thinking to generate and analyze alternatives. Examples 
might involve deciding if one should live independently or considering how to han-
dle an abusive relationship. Such situations are complex, with several possible solu-
tions and profound current and future consequences. But given the high cognitive 
demand that such deliberative and planful decisions imply, individuals with IDD 
may show significant deficits with this pathway.

Pathway 3 accounts for reasoned decision making, but only after an individual’s 
regulatory mechanisms override their initial intuitive, automatic processing. For 
example, a person might originally decide to comply with an abuser’s demand, but 
then learn to stop and think about how to escape the situation by formulating and 
evaluating a course of action. In another instance, a person might share a game they 
like on an online forum, but then be verbally taunted by another user. In response, 
the abused game player would need to shift from their original intuitive processing 
to more reasoned decision making in order to stop the abuse (e.g., continue to play 
the game even when taunted or play another game instead). Given that persons with 
IDD often lack these regulatory skills (Hickson & Khemka, 2014), they may be 
prone to not perceiving when an initially benign interpersonal situation later 
becomes coercive.

Finally, Pathway 4 features individual-specific decision feedback loops that, 
from repeated experiences, develop over time. For example, consider an individ-
ual who has a long learning history of telling another adult when someone is 
bothering them. This person may have relied on this particular response over and 
over again in similar circumstances. This response pattern might prove inadequate 
for persons with IDD, who may have limited past experiences with effective deci-
sion making (Hickson & Khemka, 2014). In such cases, individuals with IDD 
may require explicit instruction to develop a repertoire of different strategies to 
draw from.

As implied above, decision-making pathways share many similarities for those 
with and without IDD. Individuals may rely on similar strategies for making com-
plex decisions. By providing a structure for targeting areas of need, the Pathways 
Model of Decision Processing  (Hickson & Khemka, 2013, 2014) can be useful in 
addressing the unique circumstances of individuals with IDD.
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 Tying Etiology to Decision Making: Three Examples

In this section, we discuss three etiological groups, describing how etiology may 
impact decision making in relation to the Pathways Model of Decision Processing 
(Hickson & Khemka, 2013, 2014). Given the paucity of current research in this 
area, the ensuing examples and explanations are largely speculative; future research 
should yield more definitive conclusions.

 Williams Syndrome

 Overview

Williams syndrome is a complex neurodevelopmental disorder caused by a deletion 
of about 28 genes on chromosome 7 (at 7q11.23; Hillier et  al., 2003). Williams 
syndrome occurs in approximately 1 in 7500 to 20,000 live births each year (Pober, 
2010), affecting both genders equally (American Academy of Pediatrics Committee 
on Genetics, 2001). Individuals with Williams syndrome present a unique cognitive 
and behavioral profile consisting of mild to moderate intellectual disability (ID) 
(e.g., average IQ between 50 and 60 (Martens et al., 2008; Searcy et al., 2004)) and 
relative strengths in adaptive social skills compared to daily living and motor skills 
(Fisher et  al., 2016; Mervis & Pitts, 2015). In fact, early characterizations of 
Williams syndrome described a group that exhibits excellent language abilities 
despite the presence of ID (Thurman & Fisher, 2015). Those with Williams syn-
drome also show heightened experiences of anxiety and attention/emotion regula-
tion difficulties (Dykens, 2003; Leyfer et al., 2006).

 Salient Behavioral Phenotype

While those with Williams syndrome show many interesting cognitive and behavioral 
characteristics, an especially salient trait involves hyper-sociability. Regardless of 
whether the person is familiar or unfamiliar (Thurman & Fisher, 2015), these indi-
viduals display an extreme interest in interacting with other people (Klein- Tasman 
et al., 2011; Mervis et al., 2003). Persons with Williams syndrome have been described 
as overly friendly (Gosch & Pankau, 1997), charming (Fryns et al., 1991), a friend to 
everyone (Beuren et al., 1962), and never going unnoticed in a group setting (Dykens 
& Rosner, 1999). Such recurrent descriptions have led researchers to hypothesize that 
hyper-sociability is a syndrome-specific trait—a part of the behavioral phenotype of 
Williams syndrome (Rothbart & Derryberry, 1981; Thomas et al., 1968).

Hyper-sociability can be observed across the life span. Using nine temperament 
characteristics outlined by Thomas and Chess (1977), Tomc et al. (1990) compared 
the temperament profiles of 1- to 12-year-old typically developing children to same- 
aged children with Williams syndrome. Compared to the typically developing 
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children, those with Williams syndrome demonstrated higher ratings of approach-
ing others. Klein-Tasman and Mervis (2003) extended the earlier study to compare 
parent reports of 8- to 10-year-old children with Williams syndrome to (IQ-matched) 
children with other neurodevelopmental disorders. Even compared to those with 
other disorders, children with Williams syndrome displayed more sociability, 
including greater excitement and positive anticipation for expected pleasurable 
events and orientation toward people, with less negative affect.

Hyper-sociability has also been observed in adults with Williams syndrome. 
Interviewing caregivers of 70 adults aged 19–39 years, Davies et al. (1998) found 
that the vast majority of parents/caregivers expressed concern about their adult 
child’s hyper-sociability, which often expressed itself in the form of over- 
friendliness. Using the parent-report Salk Institute Sociability Questionnaire and 
comparing those with Williams syndrome to (mental- and chronological age- 
matched) groups with other disabilities and to typically developing age-mates, 
heightened sociability was again reported for individuals with Williams syndrome, 
both across the life span (Doyle et al., 2004; Haas et al., 2010) and across cultures 
(Zitzer-Comfort et al., 2007).

While a seemingly desirable trait, hyper-sociability may place individuals with 
Williams syndrome at risk for social victimization, as they consistently display a 
lack of inhibition toward approaching unfamiliar people (Fisher et  al., 2014; 
Thurman & Fisher, 2015). Other characteristics may also compound these risks. For 
example, due to a heightened sense of empathy and a desire to please, individuals 
with Williams syndrome often give the wrong impression about their intentions 
(Davies et  al., 1998) or misread the intentions of others (Jawaid et  al., 2012). 
Together with hyper-sociability, these factors may make it more difficult to make 
appropriate decisions in social relationships.

Hyper-sociability and impaired decision making may place those with Williams 
syndrome at high risk for experiencing abuse and victimization. Specifically, these 
characteristics may place them at risk of engaging with a stranger who has ill inten-
tions, or even walking away with a stranger who presents a lure (Fisher et al., 2014). 
Because they often display overly affectionate behaviors toward familiar individuals 
(e.g., touching, kissing, and hugging others), they are also at increased risk for sexual 
abuse or victimization (Davies et al., 1998). Indeed, in one study of 38 young adults 
with Williams syndrome, Fisher et al. (2013) found that 79% of caregivers reported 
that these individuals had experienced some form of victimization during their lifetime. 
In the same study, caregivers reported that 16% of these adults had experienced some 
form of physical or sexual abuse, and other studies found that 20% of individuals with 
Williams syndrome had reported a sexually abusive experience (Davies et al., 1998).

 Behavioral Ties to Decision Making

Williams syndrome’s behavioral traits present unique challenges regarding poten-
tial targets for interventions. Due to this group’s hyper-sociability and heightened 
risks of victimization, it is critical to address decision making in the context of 
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social relationships and interactions. In addition, IDD decision-making frameworks 
like the Pathways Model of Decision Processing (Hickson & Khemka, 2013) can 
help identify which approaches individuals with Williams syndrome can take to 
make the most appropriate decisions.

Consider a situation in which an adult with Williams syndrome is approached by 
a stranger at a park. The stranger states that their car has a flat tire and asks for help. 
This scenario thus involves a complex situation, mostly because the intent of the 
stranger is unknown. The individual with Williams syndrome may use Pathway 2, 
which centers around reasoned reflection to generate and evaluate possible alterna-
tive solutions. On the one hand, the adult with Williams syndrome might consider 
agreeing to help, especially if the stranger seems nice or if a companion can also 
come along. Conversely, the adult might decline to help, noting that the person is 
unfamiliar and one should be wary of strangers.

In the case of decision-making by adults with Williams syndrome, however, 
Pathway 2 may be inhibited if the adult also possesses a heightened sense of empa-
thy and a desire to please others. To address the influence of such traits, the adult 
with Williams syndrome may need to shift to Pathway 3, interrupting and overriding 
initial intuitive decisions. Depending on the strength of hyper-sociability and the 
desire to please others, overcoming one’s original (prosocial) intuition might require 
explicit training.

In some decision-making contexts, the hyper-sociability of individuals with 
Williams syndrome may actually serve as a strength. Due to their hyper-sociability, 
individuals with Williams syndrome are also highly attentive to the facial expres-
sions of others (Thurman & Fisher, 2015). Attentiveness to facial features can auto-
matically trigger quick judgments about the trustworthiness of a person, thereby 
affecting the decision-making process (Engell et al., 2007). Current research sug-
gests that individuals with Williams syndrome are able to perceive and select rele-
vant physical cues to accurately predict the trustworthiness of other people (Gomez 
et al., 2020). This strength of individuals with Williams syndrome can be particu-
larly useful in “stranger-lure” situations like the one described above and can be 
incorporated into interventions.

 Prader-Willi Syndrome

 Overview

Prader-Willi syndrome is a genetic disorder caused by a disruption on the paternally 
inherited chromosome 15. In most cases (about 2/3), there exists a paternal dele-
tion—or missing part—on chromosome 15q11-13; less commonly, the child 
receives two chromosome 15’s from the mother (called “maternal uniparental 
disomy”) (for a review see Cassidy et al., 2012). Prader-Willi syndrome occurs in 
~1 in 15,000–25,000 births and equally impacts both males and females. Prader- 
Willi syndrome is characterized by mild-to-moderate ID, growth hormone 
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deficiencies, sleep disturbances (apnea, excessive daytime sleepiness), psychiatric 
disorders, infantile hypotonia (i.e., weak muscles), hyperphagia (overeating), and 
high risks of obesity (Cassidy et al., 2012).

 Salient Behavioral Phenotype

Hyperphagia and associated food-seeking behaviors are salient and life-threatening 
features of Prader-Willi syndrome. Hyperphagia begins in early childhood and is 
associated with aberrant neural networks involved in satiety and reward. The 
impaired satiety response results in a state in which individuals are habitually hun-
gry yet rarely feel full, what Holland et al. (2003) describe as starvation that mani-
fests as obesity in food-rich environments.

While the severity of hyperphagia varies across individuals and over time, people 
with Prader-Willi syndrome often engage in food-seeking behaviors, sometimes in 
very clever ways. They may sneak food, manipulate others or bargain for food, and 
repeatedly ask about meals and food (Dykens et al., 2007). Managing hyperphagia 
in the syndrome requires external controls and interventions that ensure food secu-
rity or safety. These interventions include vigilant supervision around food; locking 
food sources (e.g., kitchen cabinets, pantries, refrigerators, garbage cans); a reduced 
calorie diet; providing meals at predictable times; and ensuring food security in 
school, work, and community settings (Dykens et al., 2007).

Individuals with Prader-Willi syndrome show behavioral challenges that neg-
atively impact their ability to get along with others, relate to peers, and maintain 
friendships. They often exhibit aggression, irritability, compulsivity, insistence 
on sameness, and rigid thinking (Dykens et al., 2019). Typically, these individu-
als become upset at sudden or unexpected changes in their schedules and are 
prone to such compulsive behaviors as skin-picking, repetitive questioning, 
ordering and rearranging items, and hoarding of nonfood items (Dykens et al., 
1996). In addition to these difficult behaviors, persons with Prader-Willi syn-
drome typically show impairments in accurately perceiving the emotions, inten-
tions, and behaviors of both themselves and others. Specifically, they may 
misinterpret benign social mishaps (someone accidently bumping into them) as 
people being “mean” and also have trouble recognizing sadness, anger, or fear 
(Dykens et al., 2019).

 Behavioral Ties to Decision Making

Although deficits in both cognition and social cognition may impede decision mak-
ing, we suspect that being in a constant state of hunger serves as a dominant force 
that disrupts the ability of many individuals with Prader-Willi syndrome to make 
appropriate decisions. The cognitive deficits commonly present among these indi-
viduals likely limit their capacity to comprehend the factors necessary for making 
decisions. For example, if a decision involves several complex variables, an 
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individual with Prader-Willi syndrome might struggle to understand the implica-
tions of each possible choice. In addition, cognitive deficits are likely to hinder the 
ability to generate and evaluate alternatives. Similar to those with other IDD sub-
types, individuals with Prader-Willi syndrome also have difficulties with perceiving 
both their own emotions and those of others (Dykens et al., 2019).

Hyperphagia likely causes individuals with Prader-Willi syndrome to have atypi-
cal decision-making motivations. Specifically, such individuals might base their 
decisions around the attainability of food, which can impact goal selection and hin-
der effective decisions. In addition, given their inflexibility and social deficits, per-
sons with Prader-Willi syndrome might also have impairments in decision making 
that involve a change of routine or conversing with other people (Hickson & 
Khemka, 2014). Persons with the syndrome might also be unable to integrate emo-
tional contexts during ambiguous situations to make an informed decision. Finally, 
individuals with Prader-Willi syndrome might experience anxiety during decision 
making (Hickson & Khemka, 2013, 2014), thereby increasing the time needed to 
finalize a choice.

Given these cumulative aberrant characteristics, individuals with Prader-Willi 
syndrome are likely to show atypical decision-making patterns across all pathways 
in the Pathways Model of Decision Processing (Hickson & Khemka, 2013). Granted, 
few studies have focused on samples with Prader-Willi syndrome, making specula-
tive all such hypotheses. Still, consider Pathway 1, which is marked by intuitive, 
automatic decision making. Since individuals with Prader-Willi syndrome show 
impairments in emotional processing, they might be precluded from having access 
to a useful heuristic. Similarly, the hyperphagia and limited cognitive capacity pres-
ent in this population is equally likely to impact Pathway 2, which necessitates the 
ability to generate decision-alternatives. Pathway 3, which necessitates regulatory 
mechanisms overriding initial intuitive, automatic processing, might be impacted 
by both the inflexibility and hunger seen in people with this syndrome. Finally, 
these individuals might retain underdeveloped Pathway 4 patterns, which rely on 
learning from the accumulation of repeated experiences. Thus, individuals with 
Prader-Willi syndrome might require explicit instruction before they are able to 
make more appropriate and strategic decisions.

Despite these deficits, individuals with Prader-Willi syndrome possess certain 
skills that foster a strengths-based approach for formulating decision-making inter-
ventions. This population tends to have strong visual-spatial skills (e.g., shape rec-
ognition), which is manifested in an interest in jigsaw puzzles (Dykens, 2002). 
Interventionists might capitalize on this interest by using puzzles as a source of 
engagement and flow. For example, a decision-making intervention might entail a 
tangible component (e.g., worksheets comprised of puzzles) or the use of puzzles as 
a reinforcer. In addition, individuals with Prader-Willi syndrome show strengths in 
acquiring information visually (Chedd et  al., 2006). Therefore, interventionists 
should consider utilizing illustrations, photographs, and/or videos in their decision-
making curricula.
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 Down Syndrome

 Overview

The most well-known and common genetic (chromosomal) disorder of ID, Down 
syndrome, features a 160-year history of research. Individuals with Down syndrome 
are best identified through characteristic facial features. Beyond these physical fea-
tures, approximately 50% of all newborns experience heart defects, and high rates 
also have been noted for gastrointestinal problems (about 50%), hypothyroidism 
(50%–90%), and leukemia (cumulative risk of 2.1% over the first 5 years; Roizen, 
2010). Among physical conditions, probably the most common are obesity 
(50%–60%), hearing problems (50%–80%), and vision problems (20%–70%), 
although atlantoaxial instability (i.e., excessive movement looseness at bone or liga-
ment joints, 15%) and skin conditions (15%) have also been noted (Pueschel, 1996). 
Starting in their late 40s and throughout their 50s, many individuals with Down 
syndrome—up to 40% or more—show dementia related to Alzheimer’s disease 
(Zigman, 2013).

 Salient Behavioral Phenotype

When considering salient behavioral characteristics of Down syndrome, one must 
consider both cognitive-linguistic and personality features. Cognitively, individuals 
with Down syndrome range widely in levels of intelligence, with overall IQ levels 
generally in the “moderate” range (IQ’s 50–60; Hodapp and Fidler, in press). 
Historically, they have been thought to have better “visual vs. auditory” processing, 
with short-term memory better in visual versus auditory modalities (Hodapp & 
Fidler, in press). More recently, studies have focused on deficits in several areas of 
executive functioning, including tasks involving switching attention, inhibitory con-
trol, and planning (Daunhauer et  al., 2017). From early childhood into the adult 
years, persons with Down syndrome generally show particular weaknesses in lan-
guage, with pronounced problems in speech articulation (possibly related to the size 
and placement of the tongue; Bunton and Leddy, 2011) and in grammar (Abbeduto 
et al., 2007).

Of particular concern here, however, may be a set of etiology-related personality- 
motivational characteristics. Long recognized as being socially oriented toward oth-
ers, children with Down syndrome display social skill strengths mostly at the lowest 
levels of social abilities, not for higher-level social skills (Cebula et al., 2010). Thus, 
while children with Down syndrome may look and smile toward others, they have 
difficulties in identifying emotions and may even have “greater than mental age 
(MA)-level” problems in inferring from stories with negative emotions such as fear 
or sadness (Jahromi et al., 2008; Williams et al., 2005).

Recent attention has also been paid to the ways in which individuals with Down 
syndrome use their sociability. By often performing what Pitcairn and Wishart 
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(1994) dubbed party tricks, these individuals sometimes use their sociability to 
avoid performing difficult cognitive tasks (see also Kasari and Freeman, 2001). 
While such attempts to avoid performing difficult tasks may seem charming to 
observers, parents and teachers may feel otherwise, especially if they would like to 
promote independence for their child. In addition, compared to others with IDD and 
to a mental age-matched typical sample in a frustrating puzzle task, Jahromi et al. 
(2008) noted that children with Down syndrome more often looked to the experi-
menter but did not specifically ask for help. Given their propensities to have difficul-
ties understanding negative emotions and to avoid performing challenging tasks, 
individuals with Down syndrome may have etiology-related personality character-
istics that might interfere with making decisions and addressing other issues in 
everyday life.

 Behavioral Ties to Decision Making

Like others with IDD, persons with Down syndrome often present cognitive deficits 
that affect their capacity to understand the requisite contextual information to make 
decisions. Individuals with Down syndrome are also similar to those with other IDD 
subtypes in that they have deficits with interpreting the emotions of others.

But certain etiology-related characteristics may also influence their decision 
making. Specifically, deficits in auditory processing might inhibit individuals with 
Down syndrome’s abilities to comprehend relevant information to make an informed 
decision. In addition, their tendencies to use their sociability to avoid challenging 
tasks likely lessen their experiences in actually practicing effective decision making 
(Kasari & Freeman, 2001; Pitcairn & Wishart, 1994). Essentially, if accustomed to 
having someone else perform tasks for them, these individuals might lack a learning 
history of independently making decisions, or even knowing when or how to solicit 
help. Finally, given deficits with identifying negative emotions, persons with Down 
syndrome might erroneously assume the best intentions in others, with less aware-
ness of the risks involved in dealing with strangers (Fisher et al., 2013).

Given these cumulative characteristics, individuals with Down syndrome likely 
exhibit atypical decision-making patterns across all four decision-making pathways 
(Hickson & Khemka, 2013). In Pathway 1, marked by intuitive automatic process-
ing, individuals with Down syndrome may show impairments with emotional pro-
cessing, particularly with negative emotions, thereby precluding them from 
accessing a useful decision action. If a situation evokes fear, these individuals might 
struggle to effectively process this information. A limited cognitive capacity might 
serve to impact Pathway 2, which necessitates the ability to conceptualize decision 
alternatives. Deficits with inhibitory control might further impact Pathway 3, which 
requires regulatory mechanisms to override initial intuitive, automatic processing. 
Finally, persons with Down syndrome might retain restricted Pathway 4 patterns, 
especially if they have had fewer learning experiences because, over the years, they 
have over-relied on others.

B. L. Goscicki et al.



163

As with the other etiologies discussed previously, we advocate for a strengths- 
based approach in designing decision-making interventions for persons with Down 
syndrome. These individuals have competency in pragmatic skills, whereby they 
use stronger social relatedness skills to compensate for language deficits (Hodapp 
& Fidler, in press). Thus, interventions might capitalize on these social skills by 
including an interpersonal component (e.g., role-playing) to engage participants, 
possibly even performing all trainings in group training formats. Similarly, the gen-
eral finding for “visual-over-auditory” processing might predispose more successful 
learning when interventions use posters, reminder boards, and other visual materi-
als. Good social skills might also help these individuals relay their decision to others 
within social contexts.

 Etiologic Implications for Decision Making: Specific 
and General

As noted above, each group presents particular phenotypic characteristics that likely 
influence their decision-making patterns. For this reason, we now describe potential 
considerations and recommendations by syndrome. We then discuss general 
implications.

 Etiology-Related Decision-Making Considerations for Those 
with Each Syndrome

 Williams Syndrome

Given the behavioral characteristics of individuals with Williams syndrome, inter-
ventions can potentially target decision making in terms of social relationships and 
interactions, with the ultimate goal of decreasing rates of sexual and other forms of 
victimization. In this regard, stranger safety training can be an effective means of 
improving the decision-making abilities of these individuals during a stranger dan-
ger situation. In 2014, Fisher developed a stranger safety training program to teach 
adults with Williams syndrome how to respond to a lure from a stranger. Following 
3 days of stranger safety training, 62% of participants demonstrated the use of the 
learned safety skills at least once after the intervention, and only three participants 
(out of 21) agreed to leave with a stranger.

It is noteworthy, however, that not all persons with Williams syndrome can easily 
benefit from such training. Parent reports indicate that attempts to teach their child 
with Williams syndrome not to talk to strangers often come up empty-handed (Jones 
et al., 2000). Oftentimes, individuals with Williams syndrome can tell you how they 
should act around strangers, but they are then unable to actually demonstrate this 
behavior in real-world situations (Uher et  al., this volume). In the victimization 
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literature, most abuse is perpetrated by family members or individuals who are well- 
known to the victim (Stevens, 2013). However, the overwhelming desire to approach 
and engage with strangers in individuals with Williams syndrome makes them 
uniquely vulnerable to victimization by strangers. This attraction to strangers needs 
to be specifically (and repeatedly) addressed in decision-making interventions, pos-
sibly even supplemented with a stranger safety training component.

 Prader-Willi Syndrome

To improve their intuition-based decision-making capabilities, individuals with 
Prader-Willi syndrome should receive explicit instruction in learning how to iden-
tify the emotions and intentions of others. We advise that instruction particularly 
targets the emotions of anger, sadness, and fear; individuals with Prader-Willi syn-
drome oftentimes present deficits in recognizing these emotions in others, thereby 
precluding them from accessing a useful heuristic in recognizing potential situa-
tions of vulnerability and/or abuse.

At the same time, individuals with Prader-Willi syndrome may also need to 
receive strategies for increasing their flexibility; such instruction would better 
enable them to make more adaptive decisions based on context. Providing strategies 
to reduce anxiety might enable persons with Prader-Willi syndrome to consider all 
alternatives. Finally, it should be emphasized that even though many with the syn-
drome understand the right choices that they should make, being in a state of starva-
tion may override their ability to actually implement the right decision. As stated by 
a young woman with Prader-Willi syndrome, “At home we have to have food locked 
up and stuff like that but if something is left out, it’s just calling to me…it kind of 
feels like I can’t think of anything or do anything unless, until I eat it.”

 Down Syndrome

In considering etiology-informed interventions in Down syndrome, we first advise 
that, whenever feasible, these individuals receive visual (as opposed to auditory) 
supports. Interventionists might attempt to become creative in generating many dif-
ferent types of such supports, including (but not limited to) posters, graphic organiz-
ers, calendars, hands-on materials, and visual technology (e.g., video examples and 
pictures). With visual supports, individuals with Down syndrome might be better 
equipped to comprehend the relevant factors for making decisions. Further, such 
individuals might benefit from explicit instruction in identifying the emotions and 
intentions of others, particularly negative ones, in order to strengthen their intuition- 
based decision-making skills. Being able to recognize negative emotions such as 
anger might help counter potentially maladaptive abusive situations.

Finally, practitioners working with persons with Down syndrome might foster 
the use of independent decision-making strategies, especially when confronted with 
complex, difficult problems. Again, this independent decision making would run 
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counter to the usual behaviors of many with Down syndrome, in which teens and 
adults might more often look to others for solutions. Along these lines, teachers, 
parents, and service providers might present decision-making opportunities repeat-
edly throughout the day, along with appropriate supports or instruction. Given such 
repeated opportunities for successful, independent decision making, persons with 
Down syndrome might develop a learning history of commonly occurring, indepen-
dent decision making. In addition, parents and service providers might also explic-
itly teach when it is appropriate to request assistance, fading prompts over time 
during skill acquisition (e.g., shifting from physical guidance to gestural prompts).

 General Considerations

As noted for individuals with Williams syndrome, Prader-Willi syndrome, and 
Down syndrome, each disorder comes with its own etiology-related set of strengths 
and weaknesses. As a result, individuals with each of these conditions experience 
difficulties that might affect their decision-making abilities. For example, because 
of their hyper-sociability and desire to please, individuals with Williams syndrome 
may struggle with making difficult interpersonal decisions. Those with Prader-Willi 
syndrome feature hyperphagia that may lead them to struggle with making appro-
priate health- or food-related decisions. Those with Down syndrome possess party 
tricks and a positive orientation that may impede making difficult decisions, espe-
cially when such decisions relate to fear- or anger-inducing emotions.

In linking etiology-related characteristics to decision making, then, it is also 
important to address the issue of hypothetical versus real-world decisions. Indeed, 
across different genetic ID conditions, individuals are often able to be taught how to 
make appropriate decisions, and they might be able to display appropriate decision-
making skills “on paper” (Fisher et al., 2014). At the same time, these individuals 
are often unable to actually put these skills “into action.”

Consider as an example the social approach behavior of individuals with Williams 
syndrome. In their study comparing self-reported approach behaviors to real-life social 
approach behaviors, Fisher et al. (2014) found that most participants with Williams 
syndrome reported that they would not approach strangers. But when placed in a natu-
ral social situation, nearly all approached strangers, with most participants approaching 
multiple strangers. A mismatch existed between knowing and doing. On the one hand, 
adults with Williams syndrome have internalized the message that they should not talk 
to strangers and are able to repeat this message when asked. But when placed in a real-
world situation, they do not always act appropriately—indeed, most participants, even 
after indicating they would avoid strangers and seeming to have learned about stranger 
danger, nevertheless proceeded to interact with strangers (Fisher et al., 2014). Similar 
disconnects between knowledge and action have been reported for those with Prader-
Willi syndrome. Although they have been taught that they should limit their food con-
sumption and are even able to state which foods are most healthy for them, they are 
often unable to put these ideas into action (Dykens et al., 2007).
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In situations in which etiology-related physiological tendencies might be hard to 
override, we speculate based on previous research on decision making and IDD 
etiology that it would be important to consider behavioral approaches when design-
ing and implementing decision-making interventions. That is, individuals with cer-
tain forms of IDD might benefit from learning specific stages or rules that remove 
the cognitive or emotional components of the decision, instead leading the individ-
ual to simply choose the intuitive response option. More specifically, behavioral 
interventions may be appropriate for decision making regarding high-pressure situ-
ations such as scenarios of potential sexual victimization or abuse. As described in 
another chapter (Uher et al., this volume), through behavioral interventions, these 
intuitive responses can help individuals with IDD to recognize particular situations 
that require specific, quick, and effective responses.

This mismatch between knowing and doing also has implications for research 
and intervention. Given the discrepancy between what the person should do and 
what the person actually does, decision-making training requires an observational 
component. Especially for behaviors that are difficult to inhibit, behavioral interven-
tions need to include assessments in the natural setting, thereby providing tangible 
evidence as to whether individuals with IDD can be taught and use decision-making 
skills. Knowing what to do is not enough; to make better decisions, individuals with 
these (and other) etiologies must override their natural tendencies.

 Concluding Thoughts

For individuals with and without IDD, decision making can be quite complex. 
Although the ability to make complex decisions is important for all of us, improving 
the decision-making skills of individuals with IDD is critically important. But per-
sons with IDD present several atypical characteristics that impact their decision 
making. Across the broader IDD population, cognitive deficits often hinder the gen-
eration and consideration of choice alternatives. In addition, interventions for indi-
viduals with IDD must generalize learned skills to actual, real-world situations. 
Moreover, there is a lack of research on the strengths and weaknesses of decision 
making for individuals with IDD, resulting in poor understanding of their abilities 
and lack of direction when designing and implementing interventions.

Interventions also need to consider behavioral phenotypes. Compared to other 
IDD groups, individuals with Williams syndrome struggle with making decisions 
regarding stranger danger situations, and those with Prader-Willi syndrome have 
difficulties overcoming preoccupations with food, rigid thinking, and accurately 
perceiving their own and others’ emotions. By describing the different ways in 
which individuals with IDD might approach a decision-making process, the 
Pathways Model of Decision Processing (Hickson & Khemka, 2013) helps identify 
which etiology-related behavioral traits influence the decision-making process and 
how these traits might be addressed in interventions. Ultimately, we need to suc-
cessfully address etiology-related characteristics and foster decision-making skills 
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that generalize beyond the intervention setting. Only then will individuals with 
IDD, of whatever etiology, be empowered to make their own decisions and function 
independently in the modern society.
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Chapter 8
The Impact of Anxiety on Decision Making 
in Individuals with Intellectual 
and Developmental Disabilities 
or a Diagnosis on the Autism Spectrum

Dawn Adams and Stephanie Malone

The past decade has seen a growing research and clinical interest in the prevalence 
and presentation of mental health disorders in individuals with intellectual and 
developmental disabilities (IDD) and in those with a diagnosis on the autism spec-
trum. One of the most frequently researched mental health disorders is that of anxi-
ety. Anxiety is associated with a feeling of the uneasy anticipation of a threatening 
event. It is a typical reaction to stress which can be beneficial in some situations 
(Beck, 1972). Anxiety disorders differ from normal feelings of nervousness or anx-
iousness in that they are often disabling. Although viewed as interchangeable, anxi-
ety differs from fear as anxiety involves the anticipation of a future concern or 
event, whilst fear is an emotional response to an immediate threat. Individuals with 
anxiety may experience physiological and/or cognitive symptoms. The Diagnostic 
and Statistical Manual of Mental Disorders, Fifth Edition (DSM-5; American 
Psychiatric Association, 2013) lists anxiety disorders as separation anxiety disorder, 
selective mutism, specific phobia, social phobia, panic disorder, agoraphobia and 
generalised anxiety disorder.

This chapter focuses upon the impact of anxiety on the decision-making process 
in individuals with IDD and those on the autism spectrum, a topic that has not (to 
date) been explicitly researched. Although autism is often classified as a develop-
mental disability, there is a large amount of autism-specific research both in the area 
of mental health and decision making, so within this chapter, the two literature bases 
(IDD and autism-specific) are discussed independently. We therefore open with a 
brief overview of anxiety, its prevalence, presentation and assessment in individuals 
with IDD and those on the autism spectrum. Next, the influence and impact of anxi-
ety on the decision-making process in the neurotypical population is reviewed and 
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discussed, allowing us to finally consider the relevance of these typically developing 
models to IDD or autism. This literature is drawn upon to hypothesise whether there 
may be any differences in the direction or strength of relations described within 
these neurotypical models. This highlights the importance of considering both diag-
nosis (autism/IDD) and anxiety as key variables in the process of decision making. 
Finally, as the majority of work that has been done in this specific area of decision 
making has been experimental and laboratory-based, the chapter ends on possible 
implications for real-life personal and interpersonal decision making.

 Anxiety in IDD and Autism

 Mental Health and Anxiety in IDD

Individuals with IDD are at increased risk compared with those without IDD of 
experiencing mental health problems (Smiley et  al., 2007). Systematic reviews 
report that 30–50% of individuals with IDD have a co-occurring mental health dis-
order (Einfeld et al., 2011) compared to only 3–6% of those without an IDD (Green 
et al., 2005; Polanczyk et al., 2015). Using national data sets, children and adoles-
cents with IDD are reported to be 4–5 times more likely to show symptoms of 
diagnosable mental health problems than neurotypical children (Emerson & 
Hatton, 2007).

To date, the majority of reviews have reported mental health disorders as a single 
construct rather than focussing upon a specific diagnosis such as anxiety. A system-
atic review of anxiety disorders in individuals with IDD reported prevalence rates of 
2–22% (Reardon et  al., 2015) with a meta-analysis reporting pooled prevalence 
estimates of 4.7% (Maiano et al., 2018). When these were divided into specific sub-
types of anxiety, Maiano et  al. (2018) reported pooled prevalence estimates of 
11.5% for specific phobia, 5% for separation anxiety disorder, 2.7% for social pho-
bia, 2.4% for obsessive-compulsive disorder (OCD) and 2.2% for generalised anxi-
ety disorder. As is noted for neurotypical youth (Costello et al., 2011), significantly 
more children were reported to experience separation anxiety disorder, and signifi-
cantly more adolescents were reported to experience specific phobia, OCD and 
social phobia.

The assessment of anxiety in those with IDD is reviewed in Reardon et al. (2015), 
and the assessment of anxiety, specifically for individuals with severe or profound 
IDD, is reviewed in Flynn et al. (2017). Both reviews highlight that whilst some 
measures show promise, the sparse work around the reliability and validity of these 
measurements means that further work is needed in this area. Flynn et al. concluded 
that the Diagnostic Assessment for the Severely Handicapped Scale-II (DASH-II; 
Matson, 1995) is a strong, reliable measure of mental health problems and can be 
used to effectively assess mood disorders (depression and mania), anxiety and 
schizophrenia in adults with severe to profound IDD. However, no reliable and valid 
measures of anxiety or mental health disorders were found specifically for use with 
children or adolescents with severe or profound IDD.
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Anxiety has been well documented to impact the quality of life (Olatunji et al., 
2007) and academic and social performance (de Lijster et al., 2018) in neurotypical 
children. However, the impact of anxiety in individuals with IDD is less researched. 
Children with IDD who experience anxiety are more likely than typically develop-
ing children with anxiety to have additional co-occurring diagnoses, with studies 
suggesting that they are 4–10 times more likely to have attention-deficit hyperactiv-
ity disorder (ADHD) or externalising problems (Green et al., 2015). Children with 
IDD and elevated anxiety have also been shown to have higher levels of sleep prob-
lems as well as higher levels of behavioural challenges (Rzepecka et  al., 2011), 
which aligns with the suggestion that behavioural challenges may be indicators of 
anxiety issues in both children and adults with IDD (Hemmings et  al., 2006). 
Anxiety in individuals with IDD has been shown to negatively impact parent physi-
cal and mental health (Gray et al., 2011).

 Models of Anxiety in IDD

The neural circuitry of anxiety and depression is better understood in the typically 
developing population than in those with an IDD. Within the typically developing 
population, there is accumulating evidence to suggest an association between exec-
utive dysfunction and heightened levels of both anxiety and depression (Hosenbocus 
& Chahal, 2012; Micco et al., 2009; Ottowitz et al., 2002), with suggestions that 
disruptions of “frontally located” executive functions may reduce the inhibition of 
posterior emotion systems, resulting in elevated anxiety and depressive symptoms 
(Galynker et al., 1998; Ohta et al., 2008; Ray & Zald, 2012). However, to date, such 
relationships have not been explored in individuals with IDD. Even though those 
with an IDD will inevitably have some challenges in cognitive functioning, there 
can still be considerable variability within and between individuals in skills such as 
working memory, verbal memory, planning, inhibition and other executive func-
tioning skills. The lack of consideration of the impact of such variability and the 
dearth of research in this area has resulted in a call for further studies to better 
understand the interaction between IDD, relative cognitive impairments/variability 
in cognitive profiles and psychiatric disorders in both children and adults (McCarthy 
& Barbot, 2016).

There has been limited research examining the cognitive processes related to 
mental health in individuals with IDD. Those studies that have explored this area 
have found that the same cognitive processes mediate mental health for individuals 
with IDD as for typically developing individuals (Dagnan & Sandhu, 1999; Dagnan 
& Waring, 2004). Cognitive theories suggest that anxiety is a result of cognitions 
which centre around themes of threat, danger, unpredictability and uncertainty (e.g. 
Beck & Weishaar, 1989). Threat perception theory of anxiety (e.g. Beck, 1985) 
hypothesises that individuals with anxiety have anxiety-related schemata that direct 
processing resources towards threat-relevant information resulting in cognitive 
biases related to attention, interpretation and memory (e.g. Clark & Wells, 1995; 
Rapee & Heimberg, 1997). Threat perception was evaluated in one of the only 

8 The Impact of Anxiety on Decision making in Individuals with Intellectual…



176

studies to explore cognitions relating to anxiety in those with IDD: Houtkamp et al. 
(2017) found that negative interpretations of social situations were associated with 
higher levels of social anxiety in adolescents with mild IDD. This, coupled with 
research demonstrating that individuals with IDD have similar coping strategies to 
individuals without IDD (e.g. Da Costa et al., 2000; Kurtek, 2016), suggests that the 
same cognitive biases are implicated in the experience of anxiety for both groups. 
This is further supported by a systematic review of cognitive behavioural therapy 
for anxiety in adults with IDD (Dagnan et al., 2018) which found that all but 1 of the 
19 studies reviewed reported a positive outcome of cognitive behavioural therapy, 
highlighting the role of cognitions in anxiety in individuals with IDD. However, 
further, longitudinal work is needed in order to understand trajectories and path-
ways between these cognitive processes and anxiety symptomatology.

 Anxiety in Autism

Anxiety is now recognised as the most common co-occurring diagnosis for indi-
viduals on the autism spectrum. Meta-analyses suggest prevalence rates of anxiety 
to be 40% in children (van Steensel et al., 2011) and 27% in adults (Hollocks et al., 
2019), with prevalence rates of around 11–12% for depression across adolescents 
and adults (e.g. (Hudson et al., 2019). A recent meta-analysis (Lai et al., 2019) com-
bined data from 68 studies and 169,829 participants with a diagnosis on the autism 
spectrum and found a pooled prevalence of 20% for anxiety disorders across the 
lifespan, a prevalence rate that is approximately twice as high as those reported in 
typically developing population meta-analyses (Steel et al., 2014).

Reviews of the research show a tenfold increase in the number of publications 
focussing upon anxiety in individuals on the autism spectrum in the last 10 years 
(Vasa et al., 2018). This recent work has led to the recognition that the identification 
of anxiety in individuals on the autism spectrum can be complicated by two main 
factors. The first is diagnostic overshadowing: the misattribution of symptoms (i.e. 
mental health symptoms) to another diagnosis that the person has (i.e. autism). For 
example, it may be difficult to identify social anxiety symptoms in an individual on 
the spectrum as these symptoms may be interpreted as a consequence of a social 
communication challenge related to the profile of autism characteristics (Adams 
et al., 2019). The second factor is the suggestion of the presence of both typical (i.e. 
consistent with DSM-5 anxiety symptomatology) and atypical (i.e. those that are 
specific to anxiety in individuals on the autism spectrum) anxiety symptoms which 
can occur in isolation or, most commonly, in combination with each other (Kerns 
et al., 2014). The suggestion of autism-specific anxiety characteristics has led to the 
development of autism-specific anxiety measures including the Anxiety Scale for 
Children-Autism Spectrum Disorders (ASC-ASD self-report and parent-report ver-
sions; Rodgers et al., 2016), Anxiety Scale for Autism-Adults (ASA-A; Rodgers 
et al., 2020) and the Parent-Rated Anxiety Scale for Youth with Autism Spectrum 
Disorder (Scahill et al., 2019).
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The impact of anxiety on individuals on the autism spectrum has only recently 
been explored. Within a few years, published work has highlighted that anxiety 
symptomatology has a more significant impact on child’s quality of life than autism 
characteristics (Adams et al., 2019; Adams et al., 2020). Parents report that their 
child’s anxiety impacts their child’s educational experience (Simpson et al., 2020) 
more than other areas of their daily life (den Houting et al., 2020). Child anxiety 
levels are also positively correlated with parent anxiety levels and specific aspects 
of the child’s anxiety profile, namely intolerance of uncertainty, influence parenting 
and family behaviour (Adams & Emerson, 2020).

 Models of Anxiety in Autism

Alexithymia and Interoception Anxiety in individuals on the autism spectrum 
needs to be understood within the context of the frequently reported challenges or 
differences in interoception and alexithymia. Interoception is the process of identi-
fying, understanding and responding appropriately to the patterns of internal sen-
sory signals related to internal body experiences such as pain, temperature, itch, 
sensual touch and hunger (Craig, 2003). Recognising these signals is an essential 
part of recognising emotions and their associated physiological sensations. Although 
in individuals on the autism spectrum the brain structures and possible hypo- and 
hyper-functional connections responsible for interoception have not yet been con-
firmed (DuBois et al., 2016), studies have shown that within neurotypical popula-
tions, interoceptive awareness (e.g. heart rate) is integrated with emotion-related 
signals received from other related neural structures (e.g. amygdala) within the 
insular cortex (Gogolla, 2017).

There are suggestions that interoception, or some of the three aspects of intero-
ception (interoceptive awareness, interoceptive sensitivity/accuracy and interocep-
tive sensibility), may be attenuated in individuals on the autism spectrum (Mul 
et al., 2018). However, further work is needed to understand how interoceptive dif-
ferences link to the behavioural and cognitive characteristics of autism (DuBois 
et al., 2016) and the neural circuitry of anxiety.

Alexithymia is the process of identifying and then describing one’s own emo-
tions. Elevated alexithymia is reported to be present in approximately 12% of the 
typically developing population (McGillivray et al., 2017) and in 50% of those on 
the autism spectrum (Kinnaird et al., 2019). In the general population, alexithymia 
mediates the relationship between interoceptive sensibility and anxiety (Palser 
et al., 2018). In adolescents on the autism spectrum, it has been shown to mediate 
the relationship between autism traits and anxiety (Pickard et al., 2020), suggesting 
that a greater subjective, self-reported awareness of one’s own bodily states may 
exacerbate anxiety.

Executive Function and Attentional Control Executive function is an umbrella 
term for a series of cognitive skills, including selective attention and inhibition 
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(Diamond, 2013). These two skills are considered mechanisms of attentional con-
trol, as selective attention supports the focusing of attention on task-relevant cues, 
whilst inhibitory control relates to the inhibition of task-irrelevant cues (Eysenck 
et al., 2007). Attentional control theory (based upon neurotypical data and models) 
posits that anxiety reduces top-down attentional control by increasing the degree to 
which attention is stimulus driven. That is, rather than attending to goal-directed 
information, individuals high in trait anxiety would be biased towards the process-
ing of stimuli related to a perceived threat.

Multiple studies have demonstrated an association between heightened anxiety 
levels in individuals on the autism spectrum and challenges with the executive func-
tioning skill of set-shifting using both direct assessments (Hollocks et  al., 2014; 
Zimmerman et al., 2017) and informant-based measures (Wallace et al., 2016). As 
all of these studies were cross-sectional, causality cannot be inferred, but it could be 
hypothesised that reduced cognitive flexibility may make it difficult for individuals 
to approach and adjust to new settings and/or to recognise, act and shift their emo-
tional state, both of which would result in increased levels of anxiety.

Cognitive Processes Intolerance of uncertainty (IU) was discussed as a way of 
understanding anxiety in autism by Rodgers et al. (2012) and expanded upon by 
Boulter et al. (2014). They report a “causal mediational model” in which IU almost 
completely mediated the relationship between autism and anxiety. Wigham et al. 
(2015) further highlighted the role that IU has on the interaction between anxiety 
and autism traits, and Hodgson et al. (2017) shared parental perspectives on how IU 
is a recognisable and important construct associated with anxiety distinguishable 
from, but related to, features of autism. IU and sensory hypersensitivity have been 
shown to mediate the relationship between autism characteristics and anxiety in 
adolescents on the spectrum, even when additional mediators (alexithymia, parent 
intolerance of uncertainty) were adjusted (Pickard et al., 2020). Research specifi-
cally focussing upon anxiety in adults with autism has also shown that IU is related 
to general anxiety (Maisel et al., 2016) and specifically to social anxiety (Pickard 
et al., 2020).

The main alternative cognitive model of anxiety focuses upon threat expectancy. 
This refers to an increased expectation that one will experience a threatening event 
and that the outcome of such an event will be negative (Aue & Okon-Singer, 2015). 
Compared to IU, threat expectancy as a risk factor for anxiety has been less 
researched in individuals on the autism spectrum. The typical paradigms used to 
assess this construct involve the use of threatening faces; however, these techniques 
may be impacted by differences in facial processing in individuals on the spectrum. 
This limits the sensitivity and specificity of such methods, as both aversion to social 
stimuli and bias towards threat cues may be noted in individuals on the spectrum 
with and without anxiety (see White et al., 2014, for a discussion). In contrast to the 
results associated with anxiety in neurotypical populations, both Hollocks et  al. 
(2013) and May et al. (2015) did not find an association between anxiety and atten-
tional bias to threat in individuals on the autism spectrum. When exploring 
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cognitive and physiological factors in the same model, Hollocks et al. (2016) found 
that both cognitive and physiological factors were related to the degree of anxiety 
symptoms, but only the physiological parameters were significant predictors of cur-
rent anxiety disorders. Further work is needed to explore if this was due to the 
attentional bias task or anxiety measure used, or whether the threat perception cog-
nitive processing bias differs between individuals on the autism spectrum and neu-
rotypical populations.

 Summary

A growing body of research has highlighted the prevalence of anxiety in both the 
autism and IDD populations (Lai et  al., 2019; Maiano et  al., 2018; van Steensel 
et al., 2011). This is particularly pronounced for individuals on the autism spectrum 
who are twice as likely as their neurotypical counterparts to be diagnosed with an 
anxiety disorder across the lifespan. Anxiety has been shown to have a wide- 
reaching impact on behaviours and life skills for those without autism and IDD (e.g. 
academic performance; de Lijster et al., 2018). Research, however, is yet to examine 
fully the impact of anxiety in individuals with IDD or those on the autism spectrum, 
and there is very limited work exploring the interplay between anxiety and decision 
making within these populations. Consideration of this topic is vital as decision 
making plays a critical role in our lives: each day we encounter a range of situations 
which can be as simple as deciding what to cook for dinner and as complex as mak-
ing a life-changing decision such as a deciding upon who to live with or who should 
provide any support needed. As such, given the prevalence of anxiety in these popu-
lations, it is important to increase our understanding of how anxiety may impact 
decision making. To begin furthering our understanding within the IDD and autism 
populations, it is first useful to explore the impact of anxiety on decision making in 
neurotypical individuals. This may then provide a framework from which to con-
sider the interplay between these two factors in IDD and autism.

 Anxiety and Decision Making in Neurotypical Individuals

There is a wealth of literature which suggests that sound and rational decision mak-
ing depends on prior accurate emotional processing (Bechara & Damasio, 2005). 
The influence of factors related to emotional processing, such as emotions and anxi-
ety, may occur at multiple levels of the decision making process, both conscious and 
unconscious. This section will review the cognitive and somatic/physiological com-
ponents of anxiety that may underpin the relation between anxiety and decision 
making in neurotypical samples who are either diagnosed with an anxiety disorder 
or are high in trait anxiety (e.g. Bensi & Giusberti, 2007; Miu et al., 2008).
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 Role of Emotions in Decision Making

Emotions, particularly anxiety, are characterised by physiological arousal, includ-
ing changes in skin conductance responses (SCR; Barrett, 2012) and heart rate 
(Wang et al., 2018). The somatic marker hypothesis (Bechara et al., 1997; Damasio, 
1994) posits that these physiological changes serve as critical (conscious or uncon-
scious) indicators in decision making (especially risky decisions), guiding an indi-
vidual in their selection of the safer option (Bechara & Damasio, 2005; Schwarz & 
Clore, 2007; Yip & Schweitzer, 2016). Over time, emotions and their corresponding 
somatic markers become associated with particular situations and the previous out-
comes and inform future decisions. Reactivation of the previous somatic markers 
and the outcomes can either be via the “body loop” (e.g. changes in the body which 
are projected into the brain) or the “as-if body loop” (cognitive representations of 
experiences causing bodily changes). Empirical support for the somatic marker 
hypothesis has been obtained using the Iowa gambling task (IGT; Bechara et al., 
1997). The object of this task is to win as much money as possible by drawing cards 
from a series of four decks. Two of these decks (A and B) contain cards that repre-
sent high rewards ($100) but large losses resulting in an overall loss; the remaining 
two decks (C and D) contain cards of lower rewards ($50) but smaller losses, lead-
ing to an overall gain. As such, the most advantageous strategy is to select cards 
from either deck C or D. The early trials of the IGT are thought to represent decision 
making under ambiguity, and the later trials (once the participant has had an oppor-
tunity to work out the outcomes of the deck) involve a more conscious decision-
making process and decision making under risk.

The somatic marker hypothesis (Bechara et  al., 1997) has been explored in a 
series of studies, including those comparing the performance of adults with lesions 
to their prefrontal cortex to that of neurotypical adults without lesions (e.g. Bechara 
et al., 1997; Bechara & Damasio, 2002; Reimann & Bechara, 2010). These lesions 
are of particular interest as the prefrontal cortex is critical to the generation and 
regulation of emotion (Dixon et al., 2017). Consequently, when contemplating the 
selection of a card from a risky deck (i.e. A or B), the anticipatory SCRs of neuro-
typical individuals increase, thus providing a somatic marker which guides them 
away from making a risky choice. In comparison, individuals with prefrontal cortex 
lesions did not experience this increase in SCR and therefore were more likely to 
select a card from the risky pile than were the healthy adults.

In order for emotions to impact decision making, it is necessary for the individ-
ual to interpret the somatic markers and determine the valance of the emotion. This 
can occur either consciously or unconsciously (e.g. Bechara et al., 1997; ten Brinke 
et al., 2019). Individuals with anxiety disorders have a heightened sensitivity to the 
physiological characteristics of emotion and therefore demonstrate enhanced intero-
ceptive awareness (e.g. Ehlers & Breuer, 1996; Pineles & Mineka, 2005). Moreover, 
anxiety disorders are often associated with increased physiological activity (e.g. 
Monk et al., 2001; Pauli et al., 1997). Taken together, these suggest that both base-
line and reactionary somatic markers may differ in individuals with anxiety and 
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highlight potential ways in which anxiety may impact upon decision making and 
the need to explore this experimentally.

Using the IGT, Miu et al. (2008) examined how somatic markers relate to the 
complex decision making of individuals high in anxiety. Prior to an advantageous 
card selection (i.e. from deck C or D), adults high in trait anxiety experienced an 
increase in heart deceleration and SCR amplitude. Heart rate was also found to be 
sensitive to the behavioural outcome: for adults high in trait anxiety, greater heart 
deceleration was observed following punishment trials (i.e. cards representing loss) 
than reward trials (i.e. cards representing gains). However, in order for these somatic 
markers to be effective in guiding a person’s decision making, they need to be inter-
preted correctly. Miu et al. found that despite the potentially adaptive somatic mark-
ers experienced prior to an advantageous decision (i.e. reduction in heart rate), 
adults high in anxiety performed at a lower level on the IGT than those with low trait 
anxiety. This is in contrast to what we would expect given the greater interoceptive 
awareness experienced by individuals with anxiety which could be utilised to make 
an advantageous decision. One possible explanation for this is the tendency for 
individuals high in anxiety to focus on fewer cues (Leon & Revelle, 1985); there-
fore, the participants may have disregarded the somatic markers in favour of utilis-
ing the more easily identified cue of reward size (leading to the selection of the 
disadvantageous pile giving the greater reward). Regardless of performance on the 
task, this study supported the somatic marker hypothesis in that these crucial 
somatic markers varied in relation to decision making and, if attended to and inter-
preted correctly, could guide the individual to the safer decision.

 The Role of Cognitive Biases in Decision Making

The impact of cognitive biases on the experience of anxiety has long been observed. 
Early research highlighted the tendency of individuals with anxiety to interpret 
ambiguous material as threatening (Butler & Mathews, 1983) and to overestimate 
both the likelihood that an unpleasant event will occur and that the outcomes of 
these events will be negative (Butler & Mathews, 1983; McManus et al., 2000). This 
is interpreted as demonstrating an inherent threat expectancy. Anxiety is also associ-
ated with increased selective attention towards threatening information in that indi-
viduals with anxiety often detect threatening stimuli more quickly than 
nonthreatening stimuli (see MacLeod et al., 2019). An intolerance of uncertainty is 
also frequently associated with anxiety, with this intolerance underpinned by a fear 
of the unknown and a belief that one lacks the ability to overcome or avoid future 
negative events (Carleton, 2012). Each of these biases has been implicated in the 
decision-making strategies of individuals with anxiety.

In a clear demonstration of how threat expectancy can influence the decision 
making of individuals with anxiety, Mitte (2007) presented a series of scenarios to 
undergraduate students. Each scenario depicted an event with two potential choices: 
one risky and one safe. Compared to their low-anxiety peers, individuals high in 
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trait anxiety (a) were more likely to select the safe option and (b) identified a greater 
cost to the risky decision. Moreover, high-anxiety individuals believed it was more 
likely that a negative event would happen to themselves than to other people. This 
heightened threat expectancy in individuals with anxiety was therefore associated 
with a tendency to avoid risky behaviour, a finding that has been replicated across 
many decision-making paradigms, including the IGT (Mueller et al., 2010, but see 
Zhang et al., 2015; the Balloon Analog Risk Task [BART], Maner et al., 2007; and 
questionnaire-based research, Maner et al., 2007).

Intolerance of uncertainty is also associated with impaired decision making (e.g. 
Ladouceur et al., 1997). When confronted with a decision for which the potential 
outcomes are uncertain, individuals with anxiety arguably find this situation dis-
comforting due to an increased intolerance for the unknown. In order to assuage this 
discomfort, those with anxiety (and therefore likely to have higher levels of intoler-
ance of uncertainty) would be motivated to reach a decision as quickly as possible. 
This is reflected by a “jump-to-conclusions” reasoning style (Bensi & Giusberti, 
2007). Bensi and Giusberti (2007) contrasted the performance of individuals high 
and low in trait anxiety across three tasks, each with uncertain outcomes. For all 
tasks, participants were able to request as much information as they required in 
order to make their final decision. Consistently, individuals high in trait anxiety 
requested less information before reaching a decision. This arguably impacted on 
their overall accuracy as they often reached the incorrect conclusion. Importantly, 
this lower performance level was not reflective of a lack of interest or understanding 
of the task rules, and therefore represents a trade-off between accuracy and a desire 
to reduce the discomfort associated with uncertainty by ending the task quickly.

When making decisions, the amount of attention paid towards an aversive choice 
is predictive of its avoidance (Armel et al., 2008). Therefore, if a person with anxi-
ety already has an attentional bias towards a threat, this may increase the likelihood 
that they would select the safer alternative (Hartley & Phelps, 2012). This atten-
tional bias may also influence the information gathered during the active informa-
tion search process (Huber et  al., 1997). Using a search-and-rescue paradigm, 
participants (with varying levels of trait anxiety) considered the costs and benefits 
of each potential route that could be taken to reach the lost explorers (Matthews 
et al., 2011). Although not consistent across conditions, trait anxiety was associated 
with a bias during the information search process. That is, individuals high in anxi-
ety spent more time considering information relating to possible losses, thus high-
lighting a potential attentional bias towards threat. This offers some support for the 
importance of attentional control when making judgements.

 Summary

Research examining the influence of anxiety on decision making in neurotypical 
individuals has highlighted a range of anxiety-related characteristics that influ-
ence the decision-making process. These include cognitive biases and an increased 
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interoceptive awareness. These characteristics often result in differences in the 
decision-making strategies used by individuals high in anxiety compared to those 
used by their peers with low anxiety. For example, high anxiety is associated with 
a “jump-to-conclusion” style of reasoning (Bensi & Giusberti, 2007) and, in some 
contexts, a tendency to focus on sampling information relating to the riskier 
choice (Matthews et al., 2011). Consequently, these strategies often result in indi-
viduals with anxiety reaching a final decision that differs (and not always posi-
tively) from that reached by their low-anxiety peers. Taken together, these findings 
emphasise the importance of considering the impact that anxiety can have on 
decision making, particularly for populations in which experiences of anxiety are 
prevalent.

 Anxiety and Decision Making in Individuals with IDD 
or Autism

Research into the decision making of neurotypical individuals has identified a 
range of anxiety-related factors that can influence decision making. Whilst there 
has been some work exploring the presence of these cognitive biases and intero-
ceptive awareness in autism, there is extremely limited research into these areas 
in individuals with IDD. Therefore, although we are able to draw upon the neuro-
typical research to theorise about the impact of anxiety on decision making for 
individuals on the autism spectrum, there is not enough literature at present to 
hypothesise about this relation for individuals with IDD. This emphasises a clear 
need for research to identify the mechanisms underpinning anxiety in individuals 
with IDD; this is even more pressing given the prevalence of anxiety in IDD. With 
this knowledge, we can then begin to understand how anxiety influences decision 
making in this population. To date, research examining factors affecting the deci-
sion making of individuals with IDD has focused on constructs such as learned 
helplessness (e.g. Jenkinson, 1999) and self-determination and supported deci-
sion making (e.g. Blanck & Martinis, 2015). This is clearly an important focus for 
research; however, given the prevalence of anxiety in IDD, it is important to 
enhance our understanding of its impact on decision making (e.g. Reardon 
et al., 2015).

The focus of this final section will therefore be on hypothesising and modelling 
the specific impact of anxiety on decision making in autism. To date, this is not an 
area that has been researched or explored in any depth despite the finding that more 
than half of individuals on the autism spectrum self-report that their autism charac-
teristics interfere with the decision-making process often or always and that the 
perceived level of interference increases as anxiety increases (Luke et al., 2012). As 
the knowledge base around anxiety in IDD and autism increases, we are hopeful 
that researchers will also consider exploring the impact that the neurological and 
psychological processes associated with anxiety have on critical tasks or processes, 
such as decision making.
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 The Potential Influences of Anxiety on Decision Making 
in Individuals on the Autism Spectrum

 Anxiety May Increase the Role of Emotions in Decision Making 
in Individuals on the Autism Spectrum

A number of differences have been observed in the decision-making process of 
individuals on the autism spectrum, compared to neurotypical controls; some of 
these are summarised in Table 8.1. Using well-known paradigms, Vella et al. (2018) 
found that those on the autism spectrum sampled more information and took longer 
to make their decisions. This difference is consistent with the dual process theory 
which posits that individuals on the autism spectrum utilise a more deliberative, 
effortful style of reasoning rather than an automatic, intuitive style (Brosnan et al., 
2014). This aligns with self-reported difficulties in making decisions quickly (Luke 
et al., 2012), supporting the possibility that individuals on the autism spectrum have 
difficulties in rapid reasoning characteristic of an intuitive approach. This additional 
time may reflect a bias towards a slower, more deliberative (rather than intuitive) 
reasoning style. This tendency to make decisions based upon deliberate reasoning 
rather than intuitively may be associated with the challenges or differences with 
interoception or alexithymia discussed earlier. Given that both neurotypical indi-
viduals and individuals on the autism spectrum with anxiety disorders have a height-
ened sensitivity to the physiological characteristics of emotion, and therefore 
demonstrate enhanced interoceptive awareness (e.g. Ehlers & Breuer, 1996; Pickard 
et al., 2020; Pineles & Mineka, 2005), one would hypothesise that individuals on 
the autism spectrum with anxiety would show increased intuitive decision making 
processes. Shah et al.’s (2016) study of framing effects allowed for a test of this 
hypothesis. Framing effects describe the impact of the way a decision is framed (i.e. 
the same outcome can be framed as a loss, e.g. bet $50; lose $20, or a gain, e.g. bet 
$50; keep $30) on the outcome. In line with previous research, Shah et al.’s study 
confirmed that the framing effect was significantly smaller in individuals on the 
autism spectrum than in the neurotypical group. Importantly, after accounting for 
autism and alexithymia, increased anxiety was associated with larger framing 
effects, representing an increased role of emotion in the decision-making process. 
This initial work provides preliminary evidence for the hypothesis, suggesting that 
the presence of anxiety in individuals on the autism spectrum may increase the ten-
dency to make intuitive or emotionally driven decisions over deliberate ones (see 
Table 8.1). However, more work is needed to explore this possibility and the broader 
interrelationship of autism, anxiety, alexithymia and interoception on deci-
sion making.
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Table 8.1 Potential impact of autism characteristics and anxiety on decision making in individuals 
with autism

Decision-
making stage

Impact of autism 
characteristics

Impact of anxiety in 
autism

Possible, hypothesised 
outcomes or clinical 
presentationsa

Decision-point 
recognition

Challenges in quickly 
interpreting social and 
emotional cues (Allman 
et al., 2005; Robic et al., 
2015)
Preference for routine and 
predictability (Minassian 
et al., 2007)

Anxiety is associated 
with an increased 
intolerance of 
uncertainty (Rodgers 
et al., 2012) which 
may lead to avoidance 
of decision points

Missing or late 
identification of 
decision points. Anxiety 
may further increase a 
preference for routine 
and avoidance of 
decisions

Option 
generation

Challenges in executive 
functioning and imagination 
(Hill, 2004) reducing 
options generated

Anxiety further 
increases set-shifting 
difficulties (Hollocks 
et al., 2014; 
Zimmerman et al., 
2017)

Difficulties considering 
multiple options which 
increase with anxiety, 
especially under time 
pressure. Tendency to 
stick to “known” or 
“safe” options

Option 
evaluation and 
elimination of 
options based 
on somatic 
markers

Reduced interoception and 
alexithymia makes it harder 
to read and integrate somatic 
cues into decision making 
(De Martino et al., 2008). 
Reduced likelihood of 
somatic-based decisions 
which increases decision 
making and/or response time 
(Vella et al., 2018)

Anxiety increases 
“framing effects” 
(Shah et al., 2016), 
meaning emotions are 
more involved in 
decisions. Relative 
increase in 
interoception makes 
somatic cues relatively 
prominent

Slower decision making 
in general, but relatively 
more emotionally 
driven (and potentially 
not fully evaluated) or 
“jump to” decisions 
when anxious

Cognitive 
evaluation and 
elimination of 
remaining 
options

Motivated by a fear of loss 
rather than the gaining of 
rewards (South et al., 2014). 
Overthinking and being 
overwhelmed by options 
(Luke et al., 2012). 
Tendency towards rule- 
based decisions (Shah et al., 
2016)

Anxiety increases 
risk-taking but also 
further increases the 
need to succeed due to 
increased fear of 
failure (South et al., 
2011)

Avoidance of failure at 
all costs. When anxious, 
there may be a further 
increase in avoidance of 
starting tasks or trying 
new things. Anxiety 
changes the approach 
towards “risky” 
decisions

Decision 
executed

Challenges in planning and 
executing and monitoring 
plan (Hill, 2004) Avoidant 
decision making

Anxiety may possibly 
increase the fear of 
negative evaluation or 
judgements of decision 
(Luke et al., 2012)

Challenges developing 
and implementing plan 
once decision is made. 
Increased anxiety may 
reduce ease of 
discussing (or 
adjusting) options and 
strategies due to fear of 
negative evaluation

aThe lack of research means that these are tentative hypotheses rather than evidence-based 
statements
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 Anxiety May Change the Desired or Feared Outcome 
of the Decision in Individuals on the Autism Spectrum

A series of studies exploring a specific type of decision making (risk-based deci-
sion) have suggested that individuals on the autism spectrum may have differing 
motivation driving the decision made. Instead of being motivated by the value of 
previous rewards as per typically developing children on the IGT, individuals on the 
autism spectrum are more likely to be motivated by a fear of loss (South et  al., 
2014). Whilst this risk aversion may in some contexts (including gambling) prove 
advantageous, in many everyday situations, avoidance of situations with unknown 
outcomes would result in the avoidance of many social and other activities.

The literature on the influence of anxiety on decision making in neurotypical 
individuals would suggest that the presence of anxiety increases risk aversion, so it 
could be hypothesised that individuals on the autism spectrum with co-occurring 
anxiety would show an even more prominent fear of loss and show even more sig-
nificant risk-avoidance behaviours. To date, there have not been any studies using 
the IGT in individuals on the autism spectrum with varying levels of anxiety. South 
et  al. (2011) used an alternative decision-making task, the BART (Lejuez et  al., 
2002), to explore the impact of IQ and trait anxiety on risk-based decision making 
in children on the autism spectrum compared to neurotypical controls. In contrast to 
the typically developing group, South et al. found that increased anxiety was associ-
ated with increased risk-taking and longer decision-making times in individuals on 
the autism spectrum. This may be linked to the reduced threat-related attentional 
bias in individuals on the autism spectrum with anxiety discussed earlier in this 
chapter (Hollocks et al., 2013; May et al., 2015). A reduced bias towards threatening 
stimuli or outcomes may mean that the anxiety does not cause functioning to be 
limited, resulting in risk avoidance. Instead, the authors hypothesise that the 
increased anxiety in the autism group leads to an increased motivation to succeed 
due to a fear of failure. This hypothesis could have potentially been explored by the 
authors by looking at participants’ responses to wins and losses on the BART and 
the impact each win or loss had on the next decision (i.e. how many pumps to put 
into the balloon), although this was not within the scope of the original article. 
However, it may also be that individuals on the autism spectrum who experience 
increased trait anxiety are experiencing increased arousal, which makes it difficult 
to process relevant and discard irrelevant external and internal cues, leading to a 
longer decision-making process and a poorer (i.e. riskier) decision outcome. This 
would align with the suggestion of the somatic marker hypothesis and the work of 
Bechara and Damasio (2005) in neurotypical individuals that, in the absence of 
somatic markers, one cannot estimate the adverse consequences of a decision and 
therefore make a decision focussed on short-term reward. Regardless of the cause, 
the relationship between the risk-based decision making and anxiety differs between 
individuals on the spectrum and neurotypical individuals, highlighting the need for 
more work in the area.
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Whilst the IGT and BART are both risk-based decision-making tasks, they differ 
in the decision to be made. The initial 40 trials of the IGT (when the person does not 
know much about the relative risks and benefits of each deck) have been termed 
decision making under ambiguity and the final 60 described as decision making 
under risk, as participants have gained enough experience with the decks to learn 
their relative risks and benefits (Brand et al., 2007). The process for the BART can 
vary (see Lauriola et al., 2014, for a meta-analysis of BART studies), but generally 
there is no strategy or cost/benefit ratio to learn, so the ambiguous decision is solely 
on the option or winning or losing money. In South et al.’s (2011) study, participants 
selected the number of pumps for the balloon at the beginning of the trial, instead of 
having to select whether or not to add an additional pump each time. In neurotypical 
individuals, the impact of anxiety on decision making differs dependent upon 
whether the decision is made under ambiguity or risk (Buelow & Barnhart, 2017) 
and the time between which the decision is made and the outcome (Buelow et al., 
2013), neither of which has been systematically explored in individuals on the 
autism spectrum. Given the increased challenges around managing uncertainty in 
individuals on the spectrum with anxiety (e.g. Rodgers et  al., 2012), it could be 
hypothesised that there would be a significant shift from decision making under 
ambiguity to decision making under risk, although this is yet to be explored within 
the research literature.

 Anxiety May Increase Challenges in Set-Shifting 
and Generalisation, Making It More Difficult for Individuals 
on the Autism Spectrum to Make Informed 
and Flexible Decisions

Many individuals on the autism spectrum have challenges in executive functioning, 
and as discussed at the start of this chapter, multiple studies have demonstrated an 
association between heightened anxiety levels in individuals on the autism spectrum 
and challenges with the executive functioning skill of set-shifting using both direct 
assessments (Hollocks et al., 2014; Zimmerman et al., 2017) and informant-based 
measures (Wallace et al., 2016). There is some evidence for a relationship between 
inhibition, set-shifting and performance on decision-making tasks in neurotypical 
individuals (e.g. Campbell-Meiklejohn et al., 2008). This has not yet been explored 
systematically in individuals on the autism spectrum, but it is hypothesised that 
decision making (or at least the decision-making experiments such as the IGT) that 
requires the review, synthesis and reflection of performance in order to inform and 
potentially change approach (as per the bottom line of Table 8.1) will be more chal-
lenging for those individuals on the autism spectrum with elevated anxiety than for 
those who are not experiencing anxiety.
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 Summary and Areas for Future Exploration

The possibility for decision-making tasks to disentangle and accommodate for the 
impact of anxiety and the impact of IDD/autism characteristics is an area that 
requires further development. A different route to both decision making and anxiety 
may mean that standard tests may not be measuring what they would typically mea-
sure. For example, Top Jr. et al. (2016) reported that individuals on the autism spec-
trum showed less differentiation in amygdala activity between the neutral and startle 
conditions of their experimental paradigm. If such experimental paradigms are 
being used, it is essential they have sufficient sensitivity and specificity to inform 
researchers about the neural circuitry of anxiety and/or decision making in individu-
als on the autism spectrum.

As the experimental paradigms lead to a more sophisticated understanding and 
to models of anxiety and its impact on individuals on the IDD and/or autism spec-
trum (including their decision making), it is important that anxiety itself is consid-
ered a spectrum rather than a dichotomous variable (Mazefsky & Herrington, 2014). 
Whilst the decision making in autism literature has predominantly focussed upon 
experimental paradigms, it is important to recognise that these may not immediately 
translate into the real-world decisions that are being made every second by individu-
als with IDD and/or autism who are experiencing anxiety each day. Such decisions 
are likely to require the incorporation of multiple sources of information, for exam-
ple, social-decision making, which Luke et al. (2012) noted was significantly more 
difficult for adults on the autism spectrum than neurotypical controls, requires the 
incorporation of the available external social and environmental cues as well as the 
internal processes of theory of mind, executive functioning and empathy, many of 
which are not required within a laboratory-based task. The need for further work to 
explore the impact of anxiety in those with IDD and those on the autism spectrum 
on different types of decision tasks is clear.

Table 8.1 brings together our hypothesised outcomes and impact of anxiety on 
the stages of the decision making in autism (as discussed in this chapter). Anxiety 
may increase a person’s tendency to wish to stick to perceived “safe” or “known” 
decisions, as they increase certainty and are perceived to decrease the risk of failure. 
Anxiety may also increase the likelihood of an individual on the autism spectrum 
making an emotionally driven decision which has not necessarily been fully evalu-
ated. As this is due to a relative (rather than absolute) increase in the somatic cues 
within an individual, it is therefore critical that anxiety is considered prior to all 
individuals with autism (and/or IDD) making large or life-changing decisions, not 
only in those with recognised anxiety disorders. Finally, anxiety may decrease the 
likelihood of an individual to be able to recognise or admit to a problem relating to 
the decision due to fear of negative evaluation. This highlights the need for genuine 
and available support not only during but after significant decisions are made. Due 
to the limited research in the area, it has not been possible to hypothesise for the 
impact of anxiety on decision making in IDD, although many of the above recom-
mendations could be considered good practice to support decision making in 
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individuals with IDD and anxiety until further research is available. The limited 
research literature has also meant that it has not been possible to consider the differ-
ing types of anxiety (e.g. social anxiety, performance anxiety, generalised anxiety). 
It may be that more can be learnt from their similarities and differences on the 
decision-making process.

Anxiety and its impact on decision making in IDD and autism is under-researched, 
complex and multifaceted. Models will likely stem from multidisciplinary teams 
who are able to understand the interaction between cognitive and behavioural, neu-
robiological and, of course, life experiences. Such models allow for a new opportu-
nity to explore the intersection between cognition and emotion in IDD and in autism 
(South et al., 2011) and may enhance and further our understanding on one of the 
many impacts of anxiety on the daily life of those with IDD or on the autism 
spectrum.
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Chapter 9
Affective Decision Making and Peer 
Influence in Youth with Intellectual 
Disability

Anika Bexkens and Christoph M. Müller

 Introduction

Adolescents with intellectual disability (ID) are regularly referred to special ser-
vices due to problems that result from suboptimal decision making, such as risky 
behavior, rule-breaking, or the subsequent consequences, such as physical or mental 
trauma. An example of this is the boy who was arrested by the police, but had not 
realized the packages he was transporting for his friends were filled with drugs. 
Another example is the girl who was referred for behavioral problems but was actu-
ally suffering from trauma after repeatedly getting into unsafe situations at the insis-
tence of her peers. To help adolescents with ID engage in safe decision making, it is 
important to analyze their decision-making process and determine which skills 
are needed.

However, the skills required to make optimal decisions depend not only on the 
decision-making process itself but also on the decision-making context. Decisions 
can be made in both cognitive and affective (i.e., including social) contexts, which 
require different skills. A special affective context during adolescence is one formed 
by peers. Peers are same- age individuals who have either been voluntarily selected, 
such as friends, or who are members of involuntary groups, such as all students in a 
classroom. Through various processes of influence, peers have an impact on how 
adolescents make decisions in this affective context. Negative peer influence in the 
affective decision-making process can lead to short-term increases in individual 
risk-taking and the long-term socialization of problem behaviors. The challenges 
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related to affective decision making and susceptibility to peer influence may be 
particularly pronounced for youth with ID. Their difficulties in cognition and social 
competence may contribute to suboptimal decision making in affective contexts and 
increased susceptibility to peer influence in this regard.

This chapter discusses research on affective decision making and susceptibility 
to peer influence in youth with ID. ID is characterized by significant limitations in 
adaptive and cognitive functioning (typically about two standard deviations below 
the reference norm) that must originate in the developmental period (American 
Association on Intellectual and Developmental Disabilities, 2021). Some of the 
cited studies in this chapter also include adolescents with borderline intellectual 
functioning (i.e., having an IQ between 70 and 85). Given the dearth of research 
with adolescents with ID and affective decision making, we also present findings 
based on adults with ID when available or on typically developing adolescents when 
informative. We first consider the decision-making process in the affective context 
and its determinants, before turning to the role of the developmental period of ado-
lescence and peer influence on affective decision making. A comprehensive review 
of studies on affective decision making and peer influence in adolescents with ID 
follows. This review on the one hand includes experimental studies, which focus on 
the immediate impact of affective context or of peers on decisions. On the other 
hand, correlational studies are reviewed, which examine daily behavior and longer-
term developmental processes of peer influence that subsequently may impact 
affective decision making over time. In addition, an overview of affective decision-
making support is provided. Based on our review, we then discuss implications and 
future research directions.

 Decision Making in Cognitive Versus Affective Contexts

Decisions made in cognitive contexts lack pronounced emotional components at the 
time of the decision. Although there may be hypothetical rewards and losses, the 
decision-maker does not experience them as immediate consequences of the deci-
sion. This type of decision making is sometimes referred to as cool decision mak-
ing. An example would be an adolescent sitting at home on her computer, trying to 
choose between two similar mobile phones. The options differ in some aspects (e.g., 
price, color, etc.), and this information can be used to choose between the options. 
After deciding, the adolescent is still at home on her computer and there are no 
immediate gains or losses. In cognitive contexts, decision making relies mainly on 
reasoning skills, including basic cognitive control functions such as inhibition and 
working memory, which are goal-directed, future-oriented processes. During deci-
sion making adolescents are required to mentally run through different scenarios 
and evaluate the outcomes of potential decisions, a process that relies heavily on 
working memory capacity and processing speed (Doidge et  al., 2019; 
Stanovich, 2011).
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In contrast, other decision-making situations involve emotionally charged con-
texts in which decisions come with immediate losses or rewards. This is referred to 
as affective or hot decision making. For example, an adolescent is at a mobile phone 
dealer and her friends are present. Her best friend is very excited and tells her the 
expensive blue mobile phone looks absolutely amazing. In this situation, the adoles-
cent must still evaluate whether she should choose the expensive, blue phone or an 
affordable, plain one, which will have to be ordered and can be taken home only 
next week. To do so she will need to regulate the excitement she feels when imagin-
ing herself taking the blue phone home right away with the prospect of being 
admired by her best friend.

Thus, optimal decision making in affective contexts relies on both the skills 
needed in cognitive decision making and an individual’s affective control and 
reward sensitivity. Affective control refers to goal-directed, future-oriented 
processes triggered in contexts where emotion and motivation play a role and 
includes balancing immediate gratification with long-term rewards (Zelazo & 
Carlson, 2012). Whereas cognitive control is related to cognitive functioning, such 
as academic performance, affective control is related to emotional functioning 
(Poon, 2018). Affective control is necessary during decision making in affective 
contexts to downregulate emotional activation, for instance, in response to reward, 
so that it does not interfere with the decision-making process. How much affective 
control is necessary in a given situation differs between persons, who may differ in 
the intensity of their reaction to reward or emotional stimuli. Generally, people who 
experience more emotional reactivity in relation to losses or gains tend to make 
more risky decisions (Charpentier et al., 2016; Penolazzi et al., 2012).

Neuroimaging studies suggest that cognitive and affective control operate from 
different neural systems. Cognitive control, which is also referred to as cool 
executive functioning, has consistently been linked to the prefrontal cortex, suggest-
ing that cognitive decision making mainly relies on prefrontal functions. In contrast, 
affective control, which is also referred to as hot executive functioning, has been 
linked to the paralimbic cortex, limbic system, and connections between the pre-
frontal cortex and limbic system (Leshem et al., 2020).

 Affective Decision Making in Adolescence

The impact of the affective context on decision making is present particularly in 
adolescence. Results of experimental tasks indicate that reward sensitivity resembles 
an inverted U-shape in relation to age that peaks in mid- to late adolescence (Braams 
et al., 2015; Poon, 2018). The implication is that the same situations elicit increased 
affective reactions in adolescents compared to children and adults and therefore 
require more affective control. However, cognitive control abilities, required for 
reasoning and regulating behavior, increase linearly with age and are still developing 
throughout adolescence (Casey et  al., 2011; Cauffman et  al., 2010; Luna et  al., 
2010; Poon, 2018). Research using performance-based cool vs hot executive 
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function tasks shows that cool executive functioning, or cognitive control, matures 
earlier than hot executive functioning, or affective control, which matures later in 
adolescence (Prencipe et  al., 2011, but for a review also see Zelazo & Carlson, 
2012). Moreover, the connections between the cognitive control regions and the 
reward system necessary for affective control strengthen over time, allowing for 
more stability in control over emotions at a later age (Van Duijvenvoorde et al., 2016).

The differential timing in the development of cognitive and affective control pro-
cesses has been linked to coinciding developmental changes in the structure and 
function of the control and reward networks of the brain that also parallel the peak 
in real-life risk-taking behaviors (Steinberg, 2008). This may be explained by a 
mismatch between a high need for control due to increased reward sensitivity, even 
as affective control is still maturing. An often-used metaphor describes adolescents 
as cars with a high tendency to drive fast, even as their brakes are not strong enough 
to handle this speed. Alternatively, some authors (Crone & Dahl, 2012) propose the 
brakes may be flexibly used by adolescents because they are motivated to take risks. 
Risk-taking behavior in this context may be socially accepted, such as engaging in 
extreme sports. However, often the outcome of inadequate cognitive and affective 
control in adolescence is behavior that contradicts normative expectations and is 
therefore considered problematic by the social environment (see also Jahromi et al., 
2008). Examples of this are engaging in dangerous games (e.g., Internet challenges 
that involve risky behavior) and undercontrolled behavior problems, such as 
impulsive, risk-taking, and antisocial behaviors (Hobson et  al., 2011; Van 
Gelder, 2013).

 Peer Influence on Affective Decision Making in Adolescence

Adolescent decision making is rarely a solo expedition, but rather a collaborative 
effort between peers, who become increasingly important to adolescents in this 
developmental period (Larson et al., 1996; Steinberg, 2004). The need for social 
acceptance and the possibility of peer rejection become powerful motivators 
(Steinberg, 2008). For instance, adolescents may perceive that peers have certain 
expectations or will reinforce them for specific decisions. The presence of peers 
during decision making therefore represents an affective context, which is espe-
cially important during adolescence.

Several studies provide evidence on the influence of peers as an affective context 
in adolescence. Risky driving is one domain where this has often been demonstrated. 
Automobile accidents are much more likely to occur when adolescents drive with 
their friends than when they drive alone (Allen & Brown, 2008). Adolescents who 
were presented with a simple laboratory driving task take more risks overall 
compared to adults, but especially in the presence of peers (Chein et  al., 2011; 
Gardner & Steinberg, 2005). In addition, peer presence increases neural activity in 
the reward system, and this enhanced activity was associated with more risky 
decisions (Albert et al., 2013; Foulkes & Blakemore, 2016). This suggests that the 
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presence of peers creates a neurobiological vulnerability to risk-taking behavior, as 
it is an affective context that leads to a larger temporary imbalance between reward 
and control processes (see also Casey et al., 2011; Forbes & Dahl, 2010). In addi-
tion, in decision-making situations with peers present, evidence suggests that neural 
networks associated with social processing are activated (e.g., the temporoparietal 
junction). These neural networks have been linked to inferring others’ mental states 
(Kilford et al., 2016). Optimal affective decision making amidst peers therefore may 
require not only proficient affective control but also the ability to account for the 
perspectives and intentions of peers.

Sensitivity to peers as an affective context is also reflected in longer-term peer 
influence processes that can impact future decision making in affective contexts. 
For instance, consider the ways in which peers influence the development of 
behavior problems. Many behavior problems are characterized by low affective 
control and suboptimal affective decision making (e.g., Hobson et  al., 2011). 
Insights into the long-term influence of peers on problem behaviors may thus pro-
vide information on how peers shape affective decision-making styles over longer 
periods of time. In this regard, peer selection and peer socialization need to be dif-
ferentiated. Peer selection is important in the context of affective decision making, 
as it refers to the tendency for adolescents to select peers who are similar to them-
selves as interaction partners. For example, adolescents who exhibit delinquent 
behaviors tend to have more delinquent friends than other adolescents (Warr, 2002). 
The implication for affective decision making is that peers tend to select a social, 
and therefore affective, context that may reinforce their own decision-making ten-
dencies. Peer socialization, in contrast, means that adolescents change their behav-
ior over time due to peer influence.

Peer socialization can take different forms (for overviews, see Brechwald & 
Prinstein, 2011; Dishion & Tipsord, 2011; Warr,  2002). One important mechanism 
is social learning, including processes such as imitation and peer reinforcement 
(e.g., Akers & Jensen, 2006; Bandura, 1986). Social learning can take place when 
adolescents observe peer behaviors associated with affective decision making and 
perceive the consequences that stem from these behaviors. For example, an 
adolescent may observe a student who has less control over his emotions during a 
conflict and who attacks another person. This behavior is followed by peer 
reinforcement (i.e., peers are laughing), which may lead the observing adolescent to 
also exert less control over his emotions and show this behavior in the future. When 
experiencing peer reinforcement himself, this will contribute to a generalization of 
the behavioral pattern and a tendency toward impulsive decisions. In such processes, 
adolescents learn affective decision-making tendencies from each other over time.

Another process underlying peer socialization of affective decision making is the 
tendency for adolescents to orient themselves toward group norms. Often, they try 
to avoid deviating from these norms in order to avoid social sanctions from peers. 
Group norms can relate to perceived attitudes (i.e., injunctive norms) or to behaviors 
(i.e., descriptive norms) that dominate a group of peers (e.g., Veenstra et al., 2019). 
With regard to affective decision making, an agreed-upon peer group norm in a 
classroom may be that undercontrolled disruptive behavior is undesirable as it 
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disturbs others (i.e., injunctive norm), which is also evident in a low mean level of 
such behavior in class (i.e., descriptive norm). In this situation, adolescents may be 
motivated to use more affective control during decision making to avoid deviating 
from the peer group. The effects of descriptive and injunctive peer group norms on 
problem behaviors characterized by low affective control and impulsive behavior 
have been shown repeatedly (e.g., Megens & Weerman, 2012; Mercer et al., 2009; 
Müller et al., 2018).

Although openness to peer influence is a main characteristic of adolescence, 
individuals differ substantially in their peer influence susceptibility (Monahan et al., 
2009). This has become evident both in terms of general openness to peer influence 
(e.g., Steinberg & Monahan, 2007) and peer influence on specific problem behaviors 
characterized by low affective control (e.g., Brechwald & Prinstein, 2011). In terms 
of peer influence on antisocial behaviors, for example, research suggests that less 
self-control and more risk tolerance are related to increased susceptibility to peer 
influence (for a systematic review, see Müller & Minger, 2013). One explanation 
may be that adolescents with such characteristics are more sensitive to social reward 
and have fewer capabilities to resist the strong emotional activation that results from 
social cues in the peer context. The relationship between peer influence susceptibility 
and other factors is less clear. For instance, family dysfunction, less advantageous 
parenting behavior, and lower social competence were all found to be associated 
with increased peer influence susceptibility to antisocial behavior (e.g., Allen et al., 
2012; Gardner et  al., 2008; Müller et  al., 2017; Prinstein et  al., 2001; Wright 
et al., 2001).

In summary, at least five important factors can be identified that impact adoles-
cent affective decision making and susceptibility to peer influence. First, cognitive 
control is necessary for successfully following through with a planful decision-
making process. Second, in adolescence affective control is important for counter-
balancing increased reward sensitivity in response to (social) reward. Third, social 
cognition is required to consider the drives and intentions of peers and evaluate 
whether to go along with peers. Fourth, social learning, including feedback learning 
and imitation, and orientation toward group norms affect how peers influence each 
other’s behavior and impact affective decision making over longer time periods. 
Finally, both individual and contextual factors appear to moderate peer influence 
susceptibility in adolescents.

 Affective Decision Making and Peer Influence 
in Adolescents with ID

In light of the factors that determine affective decision making and peer influence 
susceptibility, adolescents with ID are likely to face specific challenges in both. 
First, consistent evidence demonstrates that adolescents with ID experience 
difficulties in cognitive control over thoughts and actions, such as inhibition and 
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working memory (Bexkens et  al., 2014; Van der Molen et  al., 2010), and these 
difficulties may be even greater in adolescents with ID who also display externalizing 
behavior problems (Schuiringa et  al., 2017; Van Nieuwenhuijzen et  al., 2009). 
Cognitive control difficulties may render the cognitive decision-making process, 
which is also part of affective decision making, more vulnerable. In line with this, 
there is some evidence that cognitive decision making in adults with ID may be 
more focused on one-dimensional strategies: individuals focus on one aspect of a 
decision while ignoring other potentially important aspects, indicating difficulties 
balancing competing dimensions (Jenkinson & Nelms, 1994; Khemka et al., 2009; 
Willner et al., 2010). One study by Bexkens et al. (2016) replicated these findings in 
adolescents. These authors used a cool decision-making task, in which participants 
were asked to choose one of two gambling machines. As it was a paper-and-pencil 
task, there were no real consequences to the decision. The gambling machines were 
each characterized by three dimensions (i.e., each had a certain gain, chance of loss, 
and amount of loss), and this information could be used to make optimal decisions. 
Items were constructed in such a way that decision strategies could be analyzed. 
Results showed adolescents with ID had a much higher prevalence of employing 
guessing strategies and one-dimensional strategies than typically developing 
adolescents, whereas the prevalence of integrative strategies (i.e., using 
multidimensional strategies) was higher in the typically developing group. These 
findings suggest that adolescents with ID have difficulty regulating themselves dur-
ing the cognitive decision-making process. These difficulties can be expected to be 
compounded when adolescents with ID must also exert emotional control to deal 
with an affective context.

Second, the role of the adolescence-specific peak in reward sensitivity should be 
considered in relation to ID.  Pubertal hormonal changes are thought to drive a 
restructuring of the reward networks in the brain that coincide with this peak in 
reward sensitivity. Whether adolescents with ID experience the same peak in reward 
sensitivity has never been directly tested. However, indirect evidence suggests that 
pubertal development in adolescents with ID may be on par with typically developing 
adolescents. More specifically, research on menstrual development finds no evidence 
of differential timing of pubertal development in girls with ID compared to typically 
developing girls (Nazli & Chavan, 2017). If the same is found for boys, it is probable 
that the developmental trajectory of reward sensitivity in adolescents with ID 
parallels that of adolescents without ID. In turn, the difficulties they face in cognitive 
control would render them less able to deal with a heightened response to reward 
and therefore would be more likely to impact their decision making, especially dur-
ing adolescence.

Third, impaired social cognition in adolescents with ID (Jacobs & Nader- 
Grosbois, 2020) may contribute to difficulties in peer influence situations. More 
specifically, limitations in the ability to take another’s perspective can impair the 
ability of adolescents with ID to correctly interpret peer intentions. This may lead to 
increased vulnerability to social manipulation by peers and therefore to further 
increases in susceptibility to peer influence. Also, specific biases in social 
information processing in adolescents with ID make it more probable that they will 
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experience increased affective states during decision making. Difficulties in basic 
cognitive control functions, such as focused attention and working memory, are 
related to a tendency of adolescents with ID to attribute more hostile and purposeful 
intent to peers in ambiguous or even clearly accidental situations (Van Rest et al., 
2019, 2020). This attribution of hostile or purposeful intent was linked to aggression, 
suggesting an increased affective state that is difficult to downregulate (Van Rest 
et al., 2019). This is particularly the case when having inhibition problems as often 
observed in adolescents with ID (Van Rest et  al., 2019). Concluding, different 
problems in social cognition of adolescents with ID can be expected to lead to 
specificities in their affective decision making.

Fourth, motivational and social-emotional factors may cause adolescents with ID 
to rely more on others’ ideas than their own. Their external locus of motivation 
(Switzky, 2006) may lead adolescents with ID to exhibit decreased skepticism of 
peer advice (Greenspan, 2017). This is also related to increased outer-directedness 
in individuals with ID.  Outer-directedness refers to a tendency to rely more on 
external than internal cues during problem solving (Bybee & Zigler, 1998; Tanaka 
et al., 2001). Outer-directedness was found in children, adolescents, and adults with 
ID, but it was greatest in adults. This suggests increasing outer-directedness with 
age, which may be related to the high degree of failure that adults with ID experience 
(Tanaka et al., 2001). Outer-directedness is compounded by feelings of lower self- 
efficacy (Khemka & Hickson, 2006), which may make adolescents with ID more 
prone to trusting others instead of relying on their own ideas (Greenspan, 2006). 
Problems in social competence that are often seen in adolescents with ID (Guralnick, 
2017) may further reduce the ability to resist negative peer influence (e.g., Allen 
et al., 2012). Together, these specificities could contribute to less critical reflection 
of peers’ behaviors in social learning processes, a strong orientation to explicit 
behavioral group norms, and lower resistance to peer influence.

Fifth, certain contextual factors known to moderate peer influence susceptibility 
in typical development are likely also important in affective decision making for 
adolescents with ID. For example, children and adolescents with ID are at higher 
risk for family dysfunction: Children with disabilities are three to four times as 
likely to experience child maltreatment or neglect (e.g., Corr & Santos, 2017). 
Given that research with adolescents without ID showed a link between family 
dysfunction and susceptibility to peer influence (e.g., Prinstein et  al., 2001), 
adolescents with ID can also be expected to be at increased risk for susceptibility to 
peer influence. Attachment problems, which are more prevalent in individuals with 
ID compared to typically developing individuals (Hamadi & Fletcher, 2019; 
Schuengel et al., 2013), could increase openness to peer influence in affective deci-
sion-making situations (Allen et al., 2012; Buck et al., 2013).

Finally, other aspects of the social situation could impact the role peers play in 
affective decision making. For example, students with ID are at greater risk of rejec-
tion by their peers than typically developing students and those with other disabili-
ties (De Laat et al., 2013; Zic & Igri, 2001). In this situation, adolescents with ID 
may be especially willing to conform to their peers and engage in risk- taking in 
order to gain popularity and feel they are part of a peer group (see findings by Peake 
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et al., 2013, who investigated this question in a sample of typically developing ado-
lescents). Additionally, peer rejection has been linked to increased stress responses 
in social situations in typically developing adolescents (Stroud et al., 2009), increas-
ing the need for affective control. As adolescents with ID are likely to experience 
peer rejection, this may impact their subsequent affective decision making.

In sum, multiple factors suggest that adolescents with ID exhibit specificities in 
their affective decision making, including the role peers play in these processes. In 
order to see how far this expectation is supported by research that directly investi-
gated affective decision making, we review such studies in the following section.

 Evidence on Affective Decision Making in Adolescents with ID

Most studies of affective decision making in adolescents with ID make use of exper-
imental paradigms during which decision outcomes are immediately experienced 
by participants. Some studies use gambling tasks that include consequences in 
terms of gains and losses of fictional (or real) incentives. Another example is delayed 
gratification, also called temporal discounting, namely, tasks where participants 
must choose between a small immediate reward and a large delayed reward.

With respect to affective decision making in nonsocial contexts (i.e., absent 
peers), little research has focused on adolescents with ID. Bexkens et  al. (2019) 
used the Balloon Analogue Risk Task where participants are asked to pump a 
balloon with the click of a mouse. For each pump they win (fictional) money, but if 
they pump the balloon too far it explodes and the money for that balloon is lost. The 
task has 30 trials that are set to different explosion points. Typically developing 
adolescents’ performance on the Balloon Analogue Risk Task has been linked to 
real-life behaviors associated with suboptimal affective decision making such as 
substance use, sexual risk-taking, and delinquency (Hopko et al., 2006; Hunt et al., 
2005). In two studies that used the Balloon Analogue Risk Task in adolescents with 
mild ID or borderline intellectual functioning, Bexkens and colleagues found no 
evidence of increased affective decision-making problems compared to typically 
developing adolescents for either boys (Bexkens et  al., 2019) or boys and girls 
(Wagemaker et al., 2020). If anything, there is some evidence that adolescents with 
ID were more careful and less tempted to take risks to increase rewards (Wagemaker 
et al., 2020). The only difference that emerged was that adolescents with ID were 
less behaviorally consistent than adolescents without ID, which is in line with a 
previous study on decision making in adults with ID (Willner et al., 2010). Low 
behavioral consistency in the Balloon Analogue Risk Task has previously been 
suggested to be related to lower adherence to decision rules (Rolison et al., 2012; 
Wallsten et al., 2005).

A study by Dymond et al. (2010) used the Iowa Gambling Task. This affective 
decision-making task consists of a computerized gambling game. Participants are 
presented with two card decks and are told that choosing cards can win them money, 
but losses are also possible. One deck has small rewards and small losses 
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(advantageous deck) and the other has slightly bigger rewards but much larger 
losses (disadvantageous). Participants are instructed that one of the decks is more 
advantageous than the other. During the task, participants can learn which deck is 
which by selecting cards and gaining feedback from their gains and losses. The 
results by Dymond et al. (2010) indicate that adults with ID chose advantageously 
on the task, suggesting they were not overly tempted to only select from the larger 
reward, high loss deck. Compared to adults without ID, however, they did not learn 
as much from their experiences as the task proceeded, suggesting that implicit infor-
mation on gains and losses was not sufficient to improve their decision making.

In delay of gratification paradigms, participants choose between a small immedi-
ate reward and a large delayed reward. The reward can either be hypothetical (i.e., 
without actual gains) or actual (i.e., in the sense that rewards are contingent on the 
choices either by earning currency in a computer game or by receiving real earn-
ings). The more real the reward, the more the paradigm is considered to provide an 
affective decision-making context. Findings in children and adults with ID are 
mixed, and a meta-analysis showed no consistent overall difference in performance 
of individuals with and without ID (Bexkens et al., 2014). However, this result may 
be related to large differences between the paradigms used and study samples. 
Individual studies show that adults with ID tend to have a preference for smaller 
immediate rewards as opposed to larger delayed rewards (Willner et al., 2010) and 
children with ID have more difficulty waiting for a desired toy than typically 
developing children (McIntyre et al., 2006).

Taken together, studies that directly investigated affective decision making in ID 
do not clearly support the above derived expectation that adolescents with ID exhibit 
increased difficulties specific to this domain of decision making. In fact, most of the 
studies reviewed show no evidence of a difference between individuals with ID and 
typically developing individuals when solving affective decision-making tasks. If 
confirmed by further research, this could mean that differences in decision-making 
between adolescents with and without ID are mainly driven by differences in skills 
related to cognitive control. However, this is only a very tentative hypothesis, as 
studies on this topic are scarce, especially with regard to affective control and affec-
tive decision making in daily life.

 Evidence on Peer Influence and Affective Decision Making 
in Adolescents with ID

 Experimental Studies

With respect to peer influence on affective decision making, experimental studies 
conducted in laboratory settings suggest that susceptibility to peer influence is 
increased in adolescents with ID compared to typically developing adolescents. 
Khemka et  al. (2016) used vignettes and showed that adolescents with ID made 
particularly suboptimal decisions in vignettes that contained some sort of social 
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coercion (Khemka & Hickson, 2009; Khemka et al., 2016). In addition, the previ-
ously discussed Balloon Analogue Risk Task studies also included a peer influence 
condition (Bexkens et al., 2019; Wagemaker et al., 2020). In both studies a group of 
adolescents with mild ID or borderline intellectual functioning performed the task 
without information on peers, as discussed above. A second group performed the 
task in a peer influence condition. Peer influence was operationalized by displaying 
pictures of same-sex peers in the corner of the screen and playing audio files con-
taining statements recorded by these peers. All statements were risk- encouraging 
and were formulated either in a positive (i.e., you are really cool if you press more) 
or negative (i.e., you are a chicken if you quit) manner. Comparing the non-peer and 
peer version of the task in adolescent boys with mild ID or borderline intellectual 
functioning and typically developing adolescents, the difference in performance 
between these conditions was larger in the ID group. This indicates a greater effect 
of peer influence on affective decision making in adolescents with mild ID or bor-
derline intellectual functioning (Bexkens et al., 2019).

Model-based analysis of Balloon Analogue Risk Task performance showed that 
peer influence increased risk-taking propensity and decreased risk perception for 
adolescents with mild ID or borderline intellectual functioning, but also increased 
certainty about their decision (Bexkens et al., 2019). This finding is consistent with 
studies showing increased outer-directedness among individuals with ID (Tanaka 
et al., 2001), as it indicates that peer influence leads to increased certainty about 
their decisions for adolescents with ID. Some evidence suggests the susceptibility 
to peer influence on risk-taking behavior observed in the Balloon Analogue Risk 
Task may be specific to boys with ID.  Wagemaker et  al. (2020) conducted a 
follow-up study that used the same experiment that included both boys and girls 
with mild ID or borderline intellectual functioning. The study also distinguished 
between a positive and a negative peer condition. All statements made by the virtual 
peers in these conditions were still risk-encouraging. However, the positive condition 
statements were positive and inclusive to the group (e.g., respect if you pump the 
balloon further), whereas in the negative condition, peer statements were more 
belittling or exclusive to the group (e.g., if you stop pumping the balloon you are a 
wimp). Results showed that the peer influence susceptibility effect was specific to 
boys with ID. Additionally, the effect was only present in the negative feedback 
condition and not in the positive condition, providing evidence that the large effect 
of peers in adolescents with ID may be driven by a tendency to avoid negative peer 
feedback.

The degree of specificity of the effect of peers on adolescents’ affective decision 
making remains an open question. A study by Egger et al. (2021) provides some 
insights. The study tested for the influence of both peers and nonsocial cues on 
social judgment making, by asking adolescents with ID and comparison groups to 
rate the coolness of adolescents who appeared in photographs. After study 
participants rated all adolescents on a scale that ranged from uncool to cool, they 
received information on ratings provided by same-age peers and were asked to 
repeat their assessments. These peer ratings were always presented in a standardized 
distance from participants’ own ratings. Any changes in judgment from the original 
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judgment to the judgment made upon seeing how peers had rated the photographs 
were used to measure peer influence susceptibility. In line with the pattern in the 
previously reported studies, results showed that adolescents with ID made 
significantly larger changes from the solo to the peer condition than typically 
developing adolescents. Interestingly, the same group difference was also seen in a 
study condition where participants were presented meaningless visual stimuli (i.e., 
blinking signals on the rating scale): Again, adolescents with ID made significantly 
larger shifts toward the presented stimuli than typically developing adolescents. 
Across all conditions, the way that adolescents with ID were influenced in their 
social judgments was similar to results in mental age-matched children. The results 
from this study confirm the increased peer influence susceptibility in adolescents 
with ID found in the previously reported experimental studies. However, the fact 
that adolescents with ID changed their ratings not only toward peer opinions but 
also toward nonsocial stimuli brings up an interesting alternative hypothesis for the 
findings. Further experimental research is needed to discern whether peers as an 
affective context have a unique role in influencing decisions of adolescents with ID 
or whether the peer impact is rather just one aspect of a general outer-directedness 
(which also includes influence from other social and nonsocial sources).

 Correlational Studies

Additional insights on peer influence susceptibility in adolescents with ID come 
from correlational studies conducted in naturalistic settings. These studies shed 
light on the ways in which the peer context may impact behavior related to affective 
decision making in daily life. Furthermore, these studies often examine longer time 
periods than laboratory-based experimental studies to help better understand the 
peer socialization of affective decision making. Typically, these studies look at the 
behavioral outcomes of suboptimal affective decision making and focus on antiso-
cial behaviors (including, e.g., disruptive, aggressive, oppositional, and delinquent 
behaviors). During adolescence, antisocial behaviors often take place when adoles-
cents are among their peers (Warr, 2002), and in this context they also rely on indi-
vidual affective decision-making competence.

Regarding antisocial behavior and peer influence susceptibility in adolescents 
with ID, interesting insights are provided by Steinberg and Monahan (2007). These 
researchers investigated the role of IQ in peer influence susceptibility among 
juvenile offenders (who did not necessarily have an ID). They developed and used 
the Resistance to Peer Influence Scale, a self-report measure that in samples of 
adolescents without ID was found to be valid and reliable. Increased susceptibility 
to peer influence measured with this scale was related to greater impulsivity, 
antisocial risk-taking, concern over others’ opinions, and increased antisocial 
behavior (Steinberg & Monahan, 2007). In the study among adolescent offenders, 
the authors found that lower IQ was associated with more self-reported susceptibility 
to peer influence. Although strongly limited by the correlational nature of the 
analyses and a lack of detailed information on participants in the low IQ range, 
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these findings suggest that peers could play a role in antisocial behavior exhibition 
and related affective decision-making processes for adolescents with ID. However, 
increased susceptibility to peer influence, as measured using the same scale, was 
also found in non-offending youth with ID (i.e., adolescents with presumably lower 
levels of antisocial behaviors; Dekkers et  al., 2019). Increased openness to peer 
influence among adolescents with ID therefore may not be limited to the domain of 
antisocial behaviors and related affective decision-making processes.

Van der Put et  al. (2014) provide additional insights into the role of peers in 
affective decision making in the context of antisocial behavior. The authors studied 
reports from probation officers who had conducted standardized interviews with 
12- to 18-year-old offenders with and without ID. The two groups did not differ 
significantly in correlation between recidivism and reports on antisocial friends, 
gang membership, or resistance to influence from antisocial peers. Other analyses 
showed the prevalence of probation officer-reported “no resistance to influence 
from antisocial peers” was 51% for adolescent offenders with ID versus 49% for 
those without ID (difference not significant; Asscher et  al., 2012). This result 
contradicts the study by Dekkers et al. (2019), who used self-reported data from 
adolescents with ID and found greater susceptibility to peer influence. These 
contradictory findings suggest this information may be sensitive to data collection 
method and information source.

Müller et al. (2021) used a longitudinal approach to examine peer influence on 
various types of problem behaviors in 1125 students with ID in Swiss special needs 
schools for students with ID. Such schools in Switzerland can only be attended by 
students with a clinical diagnosis of ID. About 67.7% of the study participants had 
adaptive behavior levels in the low or extremely low range according to the reference 
norms of the Adaptive Behavior Assessment System-3 (Harrison & Oakland, 2015). 
A total of 179 special needs classrooms were included in the study. Antisocial and 
disruptive behaviors were assessed using the Developmental Behaviour Checklist 
(Einfeld et al., 2002). The authors found no significant effect of baseline classroom 
levels of antisocial and disruptive behaviors on individual development of such 
behaviors over time, controlling for individual problem behaviors, and other factors 
at baseline. This finding stands in contrast to studies with typically developing 
adolescents that used a similar methodological approach and found that classmates 
influence antisocial behavior development (e.g., Müller et  al., 2016). It also 
contradicts cross-sectional findings on increased self-reported peer influence 
susceptibility among adolescents with lower IQ and high levels of antisocial 
behaviors (i.e., juvenile offenders; Steinberg & Monahan, 2007). However, the 
sample in the Müller et  al. (2021) study differed substantially from other peer 
influence studies, as it included many students with profound levels of ID. Although 
evidence suggests students with profound and severe multiple disabilities are also 
sensitive to their peer environment (Brady et al., 1991; Logan et al., 1998; Nijs & 
Maes, 2014; Scherler & Müller, 2018), peer influence on antisocial and disruptive 
behavior may nevertheless be more pronounced in students with mild or moderate 
levels of ID.
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Interestingly, the study by Müller et al. (2021) nevertheless found classroom peer 
effects on anxiety as measured by the Developmental Behaviour Checklist (Einfeld 
et al., 2002). Anxiety is not an antisocial behavior but is also closely interrelated 
with emotional processing and peer influence. It is therefore worth considering peer 
effects on anxiety in students with ID in the context of affective decision making. 
Müller et al. (2021) reported that greater classroom levels of anxiety among students 
in special needs classrooms for students with ID at baseline predicted higher future 
levels of individual anxiety, controlling for students` baseline individual anxiety 
levels, and other covariates. Similar analyses on internalizing behaviors in 
classrooms of typically developing students did not show such classroom peer 
group effects (instead, only girls influenced girls; Müller et al., 2020). The results 
for students with ID might be explained by increased emotional contagion in groups 
of peers with ID.  Emotional contagion refers to “the tendency to automatically 
mimic and synchronize facial expressions, vocalizations, postures, and movements 
with those of another person and, consequently, to converge emotionally” (Hatfield 
et al., 2009, p. 190). This process can involve both conscious and unconscious pro-
cesses and explains how anxiety might spread in groups (Kelly & Barsade, 2001). 
Studies with typically developing individuals show that, among other factors, levels 
of susceptibility to emotional contagion depend on one’s ability to regulate one’s 
emotions (Papousek et al., 2008). Some support for this potential explanation is the 
finding that the peer effect was moderated by the degree of homogeneity in stu-
dents’ anxiety levels in the classroom: The more homogeneous students in class 
were regarding their anxiety levels, the greater the peer effect. It is possible that 
greater homogeneity in anxiety levels makes it easier for individuals to synchronize 
their emotional states. Pulling all this together, adolescents with ID might show 
increased susceptibility to emotional contagion in peer group contexts, which may 
in turn impact on their affective decision making. However, clearer conclusions on 
this issue require greater study on emotional contagion in ID and how this affects 
decision making by adolescents with ID.

When considered together, results from correlational studies in naturalistic set-
tings provide suggestive yet mixed findings. The partially contradicting results on 
peer influence susceptibility may be due to the small number of studies, all of which 
investigated different aspects of the topic. The studies also differed in the samples 
investigated and in how they chose to assess peer influence susceptibility. While 
some studies addressed peer influence susceptibility as a general personal character-
istic (e.g., using self-reported data), others examined longitudinal relations between 
peer characteristics and individual behavioral changes. Overall, the review of cor-
relational studies is in line with results from experimental studies in that they con-
firm peer influence susceptibility in adolescents with ID regarding behaviors 
associated with suboptimal affective decision making. However, it is less clear 
whether this susceptibility is greater than in those without ID and how it relates to 
different behavioral domains and underlying affective decision-making processes.
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 Evidence on Supporting Adolescents with ID in Their Affective 
DecisionMmaking and Resistance to Peer Influence

Given the specificities and challenges in affective decision making faced by adoles-
cents with ID, particularly in a peer context, the evidence on effective support mea-
sures must be considered. We identified two studies that investigated interventions 
to support decision making in affective decision-making tasks. Both studies relate 
to adults with ID but may also provide insights relevant for adolescents with 
ID. Both Bailey et al. (2011) and Fisher et al. (2012) used a visual decision making 
aid in delay of gratification paradigms to support cognitive decision-making pro-
cesses in affective contexts. The visual aid helped participants to visualize the two 
choice options. For instance, when choosing between a small reward now and a 
larger reward in two weeks, each choice option was associated with two decision 
dimensions: reward size and waiting time. For each option, participants could visu-
alize reward size with a green bar and waiting time with a red bar. This way they 
could more easily compare the decision dimensions of each choice option. Visual 
aid use led to substantial improvements in decision making. Participants made few 
errors in using the visual aid, and knowledge on how to use it during decision mak-
ing was perfectly retained at two months follow-up. These results suggest that sup-
porting cognitive decision making can be generally effective for improving decision 
making and in an affective context.

Another study, also conducted with adults with ID, used an adapted version of 
the Iowa Gambling Task. An intervention called symbol labeling was applied to 
support decision making. After each block of trials, participants were asked to put a 
happy smiley face next to the advantageous deck and an unhappy smiley face next 
to the disadvantageous deck. They also received feedback on the accuracy of their 
choices. If they labeled a deck incorrectly, the smiley faces disappeared and they 
were asked to perform the task again. This intervention resulted in a higher net gain 
for the ID group that received the intervention compared to a group that did not 
receive the intervention. The intervention group improved so much their scores 
were nearly comparable to those of non-ID participants (Dymond et al., 2010). This 
indicates that adults with ID may not pick up on implicit decision dimensions when 
using feedback from gains and losses, but an intervention that makes these decision 
dimensions explicit can help improve decision making.

We identified only one study that focused specifically on supporting the decision 
making of individuals with ID in peer contexts. Khemka et al. (2016) developed a 
curriculum, PEER-DM, to teach adolescents with ID to apply a set of decision-
making steps when faced with different types of negative peer influence situations. 
Following the decision-making steps helped individuals make better and safer deci-
sions by carefully considering different options and potential consequences. Using 
the curriculum, participants also practiced assertive decision making. The curricu-
lum contains six lessons, during which adolescents are taught a four-step protocol 
for decision making. The contents focus on recognizing peer influence situations 
and empowering adolescents to stand up for themselves and their safety. Participants 
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are taught to evaluate opposing goals and consequences, find language to resist peer 
influence, and build up other skills. When the curriculum was tested in a group of 
adolescents with a broad range of intellectual or developmental disabilities (mean 
IQ of disability subtypes ranged from 45 to 85), it showed a large positive effect, 
compared with a randomly assigned control group, in improving decision making in 
hypothetical negative peer influence situations (Khemka et al., 2016). As noted by 
Hickson and Khemka (2013), an important next step will be to assess whether 
improvements in decision making through such a curriculum will hold up in real-
life affective contexts.

 Conclusion

An important proportion of adolescents’ daily activities and decisions occurs among 
peers. Peers provide an affective context so that additional decision-making skills 
are needed, compared to making decisions in cognitive contexts. Although adoles-
cents with ID face the same demands in affective decision making as typically 
developing adolescents, they may have fewer skills to rely on to manage and control 
these processes. Our review highlighted the ways in which the main challenges 
appear to relate to difficulties in underlying cognitive decision making competen-
cies and increased susceptibility to peer influence. However, our conclusions have 
to remain tentative because the state of knowledge is still very limited.

Generally, few studies have investigated directly the processes involved in affec-
tive decision making and peer influence in adolescents with ID. Our review there-
fore also included findings more broadly associated with these processes and studies 
in typically developing adolescents or adults with ID, where appropriate. Given the 
state of the literature, we consider it important to extend the types of experiments 
conducted to investigate the questions at hand. For example, to our knowledge no 
studies have directly tested affective control in adolescents with ID, although 
insights on this topic are much needed. Furthermore, the hypothesis that challenges 
in affective decision making may be mainly driven by limited cognitive decision 
making skills should be further investigated. Here, it may be beneficial to use a 
multi-method approach to determine how adolescents with ID make affective deci-
sions across different tasks and contexts. Using several decision-making tasks, 
questionnaires, and observations in the same study would provide stronger evidence 
and would help to better understand the links between results from experimental 
research and adolescents’ real-life behaviors.

With regard to the role of peers, most studies suggest adolescents with ID show 
increased susceptibility to peer influence during affective decision making. It is less 
clear, however, whether this susceptibility is specific to peer influence or whether it 
also relates to influences from other social groups. Moreover, the drivers of the peer 
influence effect remain unknown. For example, possible drivers include increased 
affective activation in response to peers, a greater impact of this activation on the 
cognitive decision-making process, or motivational factors such as a general 
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outer-directedness. Future experiments should include task conditions that take 
general outer-directedness into account and compare peer effects to those of other 
social and nonsocial contexts. Psychophysiological measurements could further 
elucidate the affective impact of the context on adolescents with ID.

With regard to correlational studies in naturalistic settings, we see a need for 
more longitudinal studies on the peer socialization of affective decision-making 
styles in adolescents with ID. The insights from this review suggest such studies 
could focus on a broad set of behaviors associated with affective decision making, 
include different methodologies, and use various sources of information (e.g., direct 
observations and reports by different informant groups). Given the large variability 
in competencies among adolescents with ID and the fact that most studies 
investigated the situation of only adolescents with mild ID, there is also a need to 
further investigate how severity of ID and other individual and contextual factors 
moderate peer influence on affective decision making. Further integration of experi-
mental and naturalistic approaches will be necessary if we are to gain additional 
insights into the ways in which underlying decision processes affect daily life deci-
sions and behavior for adolescents with ID.

Finally, replicating, with adolescents, the interventions to support adults with ID 
in cognitive decision making would provide useful insights. Moreover, any deci-
sion-making aids developed for this purpose should be tested in affective contexts 
that also include peers. With a specific focus on increased peer influence suscepti-
bility in affective decision making, future interventions for adolescents with ID may 
also benefit from considering insights derived from studies among typically devel-
oping adolescents in the school context. For example, evidence suggests teachers 
can impact the effect of peer influence on disruptive behaviors related to affective 
control. Two studies showed that teachers can buffer negative peer influence on 
disruptive behaviors in a classroom of typically developing early adolescents, 
through processes including emotional support, as well as interesting and academi-
cally supportive instruction (Müller et  al., 2018; Shin & Ryan, 2017). Based on 
developmental research, Farmer et al. (2011, 2018) made several suggestions for 
how teachers may actively promote positive peer relations and peer influence pro-
cesses, which could provide interesting perspectives for also supporting adolescents 
with ID. A focus on the positive aspects of peer influence may be of special impor-
tance for adolescents with ID, as the extant literature primarily focuses on the risky 
and negative side of affective decision making and peer influence. While stressing 
specific risks is important given the social vulnerability of adolescents with ID, it 
may also be beneficial to consider the opportunities provided by peer learning for 
optimal affective decision making.

As a whole, this chapter highlights the importance but also the complexity of 
affective decision-making processes and peer influence among adolescents with 
ID.  Future research should seek to better understand the specificities of these 
processes and develop tools to support adolescents with ID, in order to support self- 
determination in real-life affective decisions to the greatest degree possible.
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Chapter 10
Decision Making and Culturally Diverse 
Individuals with IDD and Their Families: 
A Call for Research

Sandra B. Vanegas, Sandy Magaña, Weiwen Zeng, and Carlos Pavon

This chapter explores decision making among individuals with intellectual and 
developmental disabilities (IDD) from culturally diverse backgrounds. We provide 
an overview of decision making among individuals with IDD, outline how cultural 
diversity might influence decision making among individuals with IDD and their 
families, and present a scoping review of the literature on decision making among 
culturally diverse individuals with IDD and their families. In the scoping review, we 
map the existing literature using a broad lens of decision making, summarize the 
research findings, and identify gaps in the literature to date on culturally diverse 
communities (Arksey & O’Malley, 2005; Tricco et  al., 2018). We then discuss 
where the field stands on these issues and provide recommendations for research 
and practice.

 What Is Decision Making?

Making decisions is an important skill that an individual carries out across the lifes-
pan and that can, directly and indirectly, affect their quality of life. Decision  making, 
broadly defined, involves committing to a judgment or action in the service of a 
specific goal (Wehmeyer et al., 2010). Others have distinguished decision making 
from problem-solving in that decision making addresses issues with unclear out-
comes or goals and no definitive path, whereas problem-solving may have a clearly 
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defined path and outcome (Hickson & Khemka, 1999, 2013; Short & Evans, 1990). 
We briefly review theoretical constructs on decision making in IDD as a foundation 
for understanding decision making in culturally diverse individuals with IDD.

 Theoretical Constructs Relevant to the Study of Decision 
Making and IDD

Decision making can be viewed as falling within the broader construct of self- 
determination. Within the Developmental Disabilities Assistance and Bill of Rights 
Act of 2000, decision making is considered a primary component of self- 
determination activities, specifically, “the ability and opportunity to communicate 
and make personal decisions” and “the ability and opportunity to communicate 
choices and exercise control over the type and intensity of services, supports, and 
other assistance the individuals receive” (Developmental Disabilities Assistance 
and Bill of Rights Act of 2000, 2000). A person who engages in self-determination 
acts purposefully to achieve a specific outcome or objective (Wehmeyer, 1996). We 
consider self-determination within our review of decision making skills as studies 
often incorporate decision making skills within the broader definition of 
self-determination.

Research on self-determination has been extensive among youth with IDD, 
including the development of specific assessment tools to measure self-determination 
(Shogren et al., 2008; Shogren et al., 2020a; Wehmeyer, 1995) and curriculums to 
enhance self-determination (Hagiwara et al., 2020; Raley et al., 2018). Overall, the 
research suggests that the type of disability, cognitive ability, and age serve as 
significant contributors to self-determination among individuals with IDD (Garrels 
& Granlund, 2018; Lee et al., 2012; Mumbardó-Adam et al., 2017; Shogren et al., 
2013b). Contextual factors, such as socioeconomic status, family, and culture, serve 
as important factors in developing and manifesting self-determination (Cavendish, 
2017; Taylor et al., 2019). Thus, there is a need for additional research to investigate 
how self-determination, or more specifically, decision making, may be subject to 
cultural influences that have yet to be fully captured by the literature to date.

 Decision-Making Processes

Decision making has often been described as being comprised of four basic steps: 
(1) framing or defining the problem or issue to resolve, (2) generating alternatives 
or viable options, (3) appraising consequences as they relate to the alternatives or 
options, and (4) choosing the best course of action (Hickson & Khemka, 2013). This 
process outlines potential areas to support individuals with IDD.  For example, 
identifying or defining the problem can be a challenge for some individuals with 
IDD (Short & Evans, 1990); thus, interventions or supports can be developed to 
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enhance this ability. Consequences may be weighed differently across diverse 
 cultural groups, depending on the priorities of the decision-maker. The decision-
making process can be viewed as led by the individual, led by the family, or shared 
across multiple parties (i.e., shared decision making; Charles et al., 1997). Shared 
decision making involves at least two individuals who share information and their 
perspectives to arrive at a mutual agreement. In the scope of IDD, shared decision 
making may include the individual with IDD, the family of the individual with IDD, 
service providers, or other parties with a stake or role in the life of the individual 
with IDD (Adams & Levy, 2017). This captures the nuances of decision making 
among culturally diverse individuals with IDD, as some may need accommodations 
or may involve additional people in this process.

 Why Is Cultural Diversity Important in Understanding 
Decision Making?

As described previously, decision making is an important skill for individuals with 
IDD due to the association with long-term outcomes, including quality of life, 
employment, and health (Shogren et al., 2013a; Shogren & Shaw, 2016). Although 
the research suggests that there may be many interactional influences between deci-
sion making, cognitive ability, disability status, and socioeconomic status, cultural 
diversity has not been adequately addressed. As defined in this chapter, cultural 
diversity includes racial/ethnic minorities in majority-white countries, individuals/
families in low- and middle-income countries (LMIC), and individuals/families 
from underrepresented regions (e.g., Asia, Latin America) in research on individu-
als with IDD. Considering the impact that decision making may have on individuals 
with IDD’s life and well-being, we must understand the role of cultural diversity. In 
the USA, the overall population is highly diverse, with 39.6% reported as non-
white, racial/ethnic minority and 13.5% reported as foreign-born. Over 21.5% of 
households speak a non-English language at home (US Census Bureau, n.d.). With 
the vast diversity in the USA and rapid globalization, it is vital to examine how 
cultural diversity interacts with decision making among individuals with IDD.

 What Is the Role of Culture in Decision Making?

To date, few papers have described decision making in diverse populations of indi-
viduals with IDD (Mumbardó-Adam et  al., 2017; Shogren, 2011; Shogren & 
Wehmeyer, 2017). Shogren (2011) conducted a thematic review on self- 
determination across cultures, specifically within special education settings, finding 
only ten articles (research, theoretical, review) published before 2010. These articles 
recognized that self-determination as a construct should be inclusive of values and 
norms that extend beyond the values and norms of individualistic societies (e.g., the 
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USA). Building on this initial review, Shogren and Wehmeyer (2017) described 
self-determination as a universal construct when considered as self-determined 
causal action; however, culture shapes the what, where, when, and how of self- 
determination for individuals. Mumbardó-Adam et  al. (2017) conducted a meta- 
analytic review to examine personal and contextual factors related to 
self-determination measures and an intellectual disabilities (ID) diagnosis in 
research published between 2002 and 2015. Overall, they reviewed 16 studies, 
finding that ethnicity was a significant factor in the relation between self- 
determination and ID diagnosis. However, due to the limited inclusion of race/
ethnicity as a variable reported by the studies reviewed, the authors combined all 
racial/ethnic minority groups into a non-white category for their analyses. The 
consensus from these papers and our review of the literature finds that the empirical 
research on race/ethnicity involving individuals with IDD to date has been limited. 
There is a significant need to recognize, acknowledge, and include these factors in 
the study of self-determination and decision making.

To broaden our understanding of the role of cultural diversity in decision making 
in individuals with IDD and their families, we explore cultural differences within the 
Ecological Systems Theory originally proposed by Bronfenbrenner (Bronfenbrenner, 
1977, 1986). Bronfenbrenner’s Ecological Systems Theory has been applied to deci-
sion making in diverse individuals with IDD (Shogren, 2013; Small et al., 2013). The 
Ecological Systems Theory posits that human development can be viewed through 
multiple systems that influence and are influenced by the individual. According to 
Bronfenbrenner’s Ecological Systems model, the microsystem, mesosystem, macro-
system, and chronosystem can shape the contextual lens through which we examine 
decision making among culturally diverse individuals.

 Microsystem

The microsystem involves the direct contacts a person has with siblings, family 
members, and teachers, among others. Cultural differences may afford or limit 
opportunities for individuals with IDD to develop and practice decision-making 
skills. Analyses of the National Longitudinal Transition Study 2 (NLTS-2) showed 
that parent expectations for their youth with disabilities in graduating from high 
school, pursuing post-secondary education, and obtaining a paid job were significant 
predictors of the youth achieving these outcomes (Doren et al., 2012). The authors 
also reported that parents from diverse racial/ethnic minority backgrounds had 
lower expectations than white parents. However, the NLTS-2 may not fully capture 
culturally diverse parents’ expectations for their children with disabilities as they 
reflect autonomy and independent living, outcomes that may not be considered high 
priorities for diverse parents.

Some studies suggest that adults with IDD who live in their family homes have 
greater opportunities for self-determination and report a greater quality of life than 
adults with IDD who live in group homes (Duvdevany et al., 2002; Kostikj-Ivanovikj 
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& Chichevska-Jovanova, 2016). Interviews with parents of racial/ethnic minority 
individuals with IDD find that many parents fear the uncertainty about the quality of 
care that the individual with IDD may encounter outside of the family home 
(Magaña & Smith, 2006). This may be attributed to familismo or the strong affiliation 
and importance placed on the family in the Latino culture (Sabogal et al., 1987). For 
individuals with IDD from Latino cultures and other cultures who place similar 
values on family, this cultural value and its related practices may impart protective 
health factors, including greater family support for the individual with IDD in 
making decisions (Perez & Cruess, 2014).

Another microsystem that may indirectly influence decision making among cul-
turally diverse children and youth with IDD is the school setting, including the 
classroom and teachers. Racial/ethnic minority students with IDD tend to be 
disproportionately represented in more restrictive special education classrooms than 
in general education classrooms (Carter et al., 2012). Studies have also found that 
students with ID in special education classrooms score lower on decision-making 
and self-determination skills than students without disabilities (Wehmeyer, 1993). 
Thus, culturally diverse students may be at a disadvantage in obtaining adequate 
supports and opportunities for decision making due to their classroom placements. 
Several studies have also reported that teacher interactions with and perceptions of 
culturally diverse children and children with disabilities may affect how much 
autonomy and self-determination the child/youth may demonstrate in the classroom 
(Linton, 2015; Shogren et  al., 2007). Parker et  al. (2020) interviewed African 
American youth, with and without a disability, on their experience with self- 
determination across home and school settings. Youth reported that they felt low 
levels of support from their teachers to exert self-determination skills, such as self- 
advocacy and decision making. They utilized decision making and self-advocacy to 
counteract the negative expectations (e.g., misbehavior) from their teachers. 
Cavendish (2017) also examined the influence of school and family supports on 
youth goals and self-determination of diverse high-school students with disabilities 
(i.e., learning disability, ADHD, and emotional-behavioral disorder, intellectual 
disability, visual impairment, hearing impairment). The author reported that both 
family and school support predicted self-determination scores as measured by the 
Self-Determination Scale (Wehmeyer & Kelchner, 1995). These results, when 
considered with Parker et al. (2020), highlight the importance of the family and the 
school setting as independent and interactional factors to increase the opportunities 
for decision making in youth with IDD.

 Mesosystem

The mesosystem involves interactions with all the systems at the microsystem level, 
such as the relationship between parents and teachers. Children and youth with IDD 
often receive services and supports in the school setting through Individualized 
Education Programs (IEPs) and 504 plans, which provide specific accommodations 
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to support learning. Parents are vital participants in determining services and 
supports. However, qualitative and quantitative studies have found that interactions 
supporting decision making between parents and teachers (or school administra-
tors) are often challenging for all parties involved (Park et al., 2001; Rossetti et al., 
2018). Overall, the cultural, religious, and family background of individuals with a 
disability can factor in decision-making opportunities.

 Macrosystem

Beyond the mesosystem, the macrosystem captures the social, political, and cultural 
factors that influence individuals. Specific policies can provide or limit opportunities 
available, such as higher education and supported employment. Within the 
macrosystem, key constructs include individualistic and collective cultural patterns. 
In general, many collective and high-context cultures place a greater focus on 
interdependence and relationships within the family and community (Leake & 
Boone, 2007; Zheng et al., 2015). The focus of decision making extends beyond the 
individual; that is, the final decision may be made by more than one person or by a 
senior member of the family or community.

Additionally, the priorities considered for the decision at hand may shift from the 
individual to the family or community. This process conflicts with self-determination 
theory, where the individual is in charge of making decisions about the self indepen-
dently (Ryan & Deci, 2004), although some models consider support in decision 
making (Shogren et al., 2015). This view (independent decision making) aligns with 
individualistic cultures where there is a greater emphasis on the individual as a sepa-
rate entity from others and a greater promotion of independence or autonomy 
(Schwartz et  al., 2010). Thus, evaluations of decision making among culturally 
diverse populations may be inaccurate or inconclusive as many assessment tools, 
and even outcomes, are evaluated against the positive outcomes defined by indi-
vidualistic cultures. For example, many policies regarding IDD services in adult-
hood are based on the premise that individuals with IDD reside outside of their 
family home. This expectation may be incompatible with cultural expectations for 
the individual with IDD, regardless of opportunity and capacity for autonomy and 
decision making (Geenen et  al., 2005; Kim & Morningstar, 2005; Powers et  al., 
2009). These perceived ideal outcomes shape how we evaluate and measure deci-
sion making and outcomes of individuals with IDD. The standard outcome mea-
sures focus on the individual and not on the individual and family. However, it is 
important to note that the concepts of independence and collectivism are not mutu-
ally exclusive categories, but rather two spectrums that may overlap and shift across 
time and contexts (Greenfield & Cocking, 2014).
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 Chronosystem

The chronosystem captures the essence of time and its impact on development. The 
chronosystem is critical as it can describe variations in opportunities and capacities 
to make decisions by culturally diverse individuals with IDD. For example, schools 
may play a prominent role for youth with IDD; however, as they mature, this may 
be replaced with an employer. Shifts in immigration policies may influence the 
opportunities available for decision making by the individual with IDD and their 
families. Undocumented immigrants in the USA may experience different fears in 
pursuing services or support in their communities, limiting those opportunities for 
self-determination, autonomy, and decision making. Societal/professional defini-
tions of IDD may also influence decision making across time. Two major classifica-
tion systems, the International Classification of Diseases (ICD; World Health 
Organization, 2018) and the Diagnostic and Statistical Manual for Mental Disorders 
(DSM; American Psychiatric Association, 2013), have undergone significant 
changes over the past 40 years in how disorders are described and evaluated within 
healthcare and education systems (McKenzie et  al., 2016). These changes may 
affect how individuals, families, and professionals perceive individuals with IDD, 
including the capacity for self-advocacy and decision making among individuals 
with IDD. Research on culturally diverse individuals with IDD must examine cul-
tural diversity and contextual factors (e.g., religion, socioeconomics, immigration, 
and disability) as dynamic and related influences on decision making.

 Current Study

Although extensive research on decision making within the context of self- 
determination among individuals with IDD has been conducted (Chou et al., 2017; 
Taylor et al., 2019), little research has focused explicitly on decision making among 
individuals with IDD from culturally diverse populations or included large enough 
samples to evaluate the role of cultural diversity on decision making (Frankland 
et al., 2004; Mumbardó-Adam et al., 2017). Culture plays a vital role in how deci-
sion making is viewed by individuals with IDD and their families (Wehmeyer et al., 
2011). The self-determination framework provides a foundation for understanding 
decision making and related constructs, yet this framework may not fully capture 
the role that racial/ethnic identity and culture may have on the opportunities and 
capacity for decision making among culturally diverse individuals with IDD.

In this chapter, we build on Bronfenbrenner’s model and propose the Socio- 
Ecological Model of Decision making in Culturally Diverse Individuals with IDD 
(see Fig. 10.1). Bronfenbrenner’s model recognizes the influence of multiple sys-
tems (i.e., microsystem, mesosystem, macrosystem) on the individual with IDD and 
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Fig. 10.1 Socio-ecological model of decision making in culturally diverse individuals with IDD

their family and the bidirectional effects between the individual with IDD and their 
family, recognizing that this model may not fully capture the distinct pathways that 
decision making may occur for individuals with IDD. The Socio-Ecological Model 
of Decision making in Culturally Diverse Individuals with IDD allows for multiple 
paths to decision making, including shared decision making, and recognizes that 
decision making involves numerous steps by which an individual may enact their 
decision-making skills. This model is important for the field to ensure access to 
culturally informed supports and services by individuals with IDD.  This model 
acknowledges that the process of decision making is dynamic, involves multiple 
steps, and allows for independent decision making, individual-led decision making, 
family-led decision making, or shared decision making.

We focused on transition-age youth and adults with IDD as this developmental 
stage may afford increased opportunities for decision making by the individual with 
IDD. We also defined cultural diversity as inclusive of racial/ethnic minorities in 
majority-white countries, individuals/families in LMIC, and regions that are 
underrepresented in research on individuals with IDD, such as Asia and Latin 
America.

 Objectives

In this chapter, we reviewed the current literature on decision making among indi-
viduals with IDD from racial/ethnic minority backgrounds in the United States and 
diverse cultures worldwide. Through a scoping review of the literature, we exam-
ined the process of decision making among individuals with IDD and their families 
across multiple settings and contexts. We use this review to address the following 
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research questions: (1) What can we learn from the existing literature about decision 
making for individuals with IDD and their families across racial/ethnic groups? (2) 
Does the literature on decision making provide sufficient knowledge about racial/
ethnic minority groups?

 Method

 Scoping Review Protocol

In a scoping review, the identification of the literature needs to achieve in-depth and 
broad results (Arksey & O’Malley, 2005). We adopted Arksey and O’Malley’s 
(2005) five stages framework:

 1. Identifying the research questions. The authors met to decide research questions 
that are being addressed by this chapter. Multiple relevant keywords were 
brainstormed.

 2. Identifying relevant studies. A list of search terms was finalized, and searches on 
electronic databases were performed with the consultation of a librarian who has 
extensive knowledge in systematic review methodology. Table 10.1 documents 
the final search terms.

 3. Study selection. A set of carefully defined inclusion and exclusion criteria was 
applied to search results to identify eligible studies. To identify potential missing 
research, an ancestral search was also performed by hand-searching key 
researchers in this field on Google Scholar and Scopus (Wilt & Morningstar, 2018).

Table 10.1 Finalized search terms

Line Key construct Search terms

1 Decision making, 
self-determination, 
autonomy

“Decision making” OR decision making OR “self direction” OR 
self-directed OR “self-determination” OR “self determination” OR 
“autonomy” OR “person centered planning” OR “person-centered 
planning” OR choice behavior* OR heuristics OR volition

2 IDD ((intellectual* OR mental* OR developmental* OR cognitive*) 
AND (disab* OR retard* OR handicap* OR delay* OR deficiency)) 
OR autis* OR “cerebral palsy” OR “down syndrome” OR “down’s 
syndrome”

3 Racial/ethnic 
minorities in the 
USA or from 
diverse cultures/
countries

Minorit* OR ethnicity OR “ethnic group*” OR race OR racism OR 
“racial group*” OR “racially diverse” OR “people of colo?r” OR 
“person* of colo?r” OR Hispanic OR Latin* OR Spanish OR Black 
OR “African American” OR Asian OR “Asian Pacific islander” OR 
“American Indian*” OR “native american*” OR tribal OR “Alaska* 
Native” OR foreigner OR “foreign-born” OR immigrant OR refugee 
OR aliens OR migrants OR international* OR “non-western” OR 
other countr* OR developing countr* OR third-world OR “low 
income countr*” OR “underdeveloped countr*”
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 4. Charting the data. The authors discussed and agreed upon a coding scheme, 
which was used to help map out relevant themes from eligible articles.

 5. Collating, summarizing, and reporting the results. The authors paired up, and 
each pair independently conducted full article review to extract and report data. 
Further details of the protocol are presented in subsequent sections.

 Inclusion and Exclusion Criteria

Four inclusion criteria were applied to select eligible studies. First, we only 
included peer-reviewed articles that focused on decision making of transition-age 
(> = 14 years old) youth or adults with IDD and their families across or about racial/
ethnic minorities in majority-white countries or individuals/families in LMIC or 
regions underrepresented in research, such as Asia and Latin America. Second, arti-
cles were limited to those published between January 2000 and March 2020 (when 
the final search was performed) to reflect a more up-to-date overview of research 
evidence in the field. Third, we included studies that reported empirical results on 
predominantly racial/ethnic minority samples with quantitative, qualitative, or 
mixed-methods research designs. Given our topic’s nascent nature, we also included 
studies if they offered analyses specific to racial/ethnic minority participants in the 
USA or other low- and middle-income countries. Lastly, we only included studies 
that were published in English.

Based on the same set of considerations, the following kinds of articles were 
excluded: (1) articles that did not report concrete data, examples including single 
case reports, theoretical articles, government briefs, and organizational reports; (2) 
gray literature such as theses, dissertations, and conference abstracts and 
presentations; (3) other systematic/scoping/literature reviews; and (4) articles that 
were not written in English.

 Search and Screening Procedures

We systematically conducted our searches based on procedures outlined by Arksey 
and O’Malley (2005). In phase one, a search was performed on EBSCOhost using 
six electronic databases, including PubMed, PsycInfo, CINAHL, Health Source: 
Nursing/Academic Edition, Psychology and Behavioral Sciences Collection, and 
SocINDEX. In phase two, a complementary search using the same search terms and 
limiters (peer-reviewed and publication years) was performed on Web of Science. 
The searches in phase one and two yielded a total number of 2707 search results. 
The search results were then imported into Rayyan, a free and user-friendly web 
application that allows researchers to collaborate on systematic review projects 
(Ouzzani et al., 2016).
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After removing all duplicates, 2059 unique records were entered into the screen-
ing phase. One of the authors performed the title screening to assess if the studies 
addressed decision making, IDD, or racial/ethnic minorities. As a result, 1833 
records were screened out, and 226 records were entered into abstract screening. 
The same author read the abstracts and was able to exclude 174 records. All the 
authors then reassessed the remaining 52 abstracts and further narrowed them down 
to 31 studies. Full texts were downloaded and carefully reviewed for these studies. 
The authors independently rated the studies based on inclusion and exclusion crite-
ria. Any disagreements were resolved by consensus when deciding on a final list of 
included studies. Finally, full-text reviews yielded eight studies, complemented by 
seven additional studies identified through hand-search that met all the inclusion 
criteria. Figure 10.2 presents the screening procedures for the included studies.

Search and Screening Procedures

Records identified through 
EBSCOhost in Phase 1

(n = 2009)

gnineercS
dedulcnI

ytilibigilE
noitacifitnedI

Additional records identified through 
Web of Science in Phase 2

(n = 698)

Records after duplicates removed
(n = 2059)

Records screened
(n = 2059)

Records excluded based 
on titles 

(n = 1833)

Full-text articles 
assessed for eligibility

(n = 38)

Full-text articles 
excluded, with reasons

(n = 23)

Records screened
(n = 226)

Studies included in final 
synthesis 
(n = 15)

Records excluded based 
on abstracts 

(n = 195)

Duplicates
(n = 648)

Records identified 
through hand search

(n = 7)

Fig. 10.2 Search and screening procedures
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 Data Extraction and Reporting Procedures

After assembling the final list of included studies, all the authors met and decided 
on the data extraction and reporting procedures. The PRISMA-P 2015 checklist 
(Moher et al., 2009, 2015) was used to extract data and report results. Specifically, 
the authors designed a coding sheet using an Excel file and defined the five domains 
of decision making for which data would be extracted. These five elements include 
housing and independent living, daily living skills and activities, safety, employment 
and postsecondary education, and healthcare and IDD-related services. Each of the 
authors independently performed data extraction using the coding sheet. Data from 
the 15 included studies were synthesized and categorized using the five elements. 
Then, each of the authors wrote a summary of the data source, sample, methodology, 
and major findings for each study. To confirm findings were consistent across all 
authors, the coding sheets and summaries were combined and compared. 
Discrepancies were resolved by consensus. Lastly, the synthesized results were 
compiled into comprehensive overview of current research and to pinpoint 
implications for future research, practice, and policy reforms (Levac et al., 2010).

 Results

 Research Question 1

In our first research question, we explored what we can learn from the existing lit-
erature about decision making for individuals with IDD and their families across 
racial and ethnic groups. We expanded the idea of decision making to concepts such 
as self-direction, self-determination, and autonomy. We organized our findings by 
contexts in which decision making would be important for youth and adults with 
IDD, including housing and independent living, daily living skills, safety, employ-
ment or education, and healthcare and IDD-specific services. Table 10.2 shows the 
sample sizes and study methodology. Below we primarily describe findings related 
to race/ethnicity and/or culture.

 Decision Making About Housing and Independent Living

This section highlights those studies that focused on decision making related to liv-
ing independently and residential status. In a qualitative study examining self- 
determination, Lin (2006) found that youth in Taiwan aged 14–16 years old had 
relatively low self-determination related to independence, goal setting, and plan-
ning, all essential aspects of decision making. The author reported that youth were 
heavily influenced by their parents, family members, and teachers, attributing this to 
Taiwanese culture (e.g., such as Confucianism, family values, and patriarchy).
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Table 10.2 Characteristics of articles included in scoping review

Authors Year
Topics 
addressed

Sample 
size

Description of 
participants

Type of 
disability Study design

Chou, 
Schalock, 
Tzou, Lin, 
Chang, Lee & 
Chang

2007 Quality of life; 
one domain of 
the scale was 
self- 
determination

233 Individuals 
with mild 
intellectual 
disability in 
Taiwan, age 
16 and older

ID Quantitative 
analysis of 
survey

Griffin, 
Taylor, 
Urbano, & 
Hodapp

2014 Student 
involvement in 
transition 
planning; 
participation in 
IEP about 
transition 
planning 
decisions

320 High school 
students:
White 66.5%
African 
American 
16.8%
Latino 10.8%
Asian/Pacific 
Islander 3.8%

ASD Quantitative 
analysis of 
National 
Longitudinal 
Transition 
Study-2 
(NLTS2)

Khemka, 
Hickson, & 
Reynolds

2005 Abuse 
prevention and 
empowerment

36 Women with 
ID:
White 33%
African 
American 
50%
Latino 16.7%

ID Randomized 
control 
intervention 
study

Larkin, 
Unwin, Iyer, 
Tsimopoulou, 
Zahid, 
Kroese, & 
Rose

2018 Independence, 
identity, social 
care of adults 
with ID from 
minority 
backgrounds in 
the UK

29 Adults with 
IDD:
Black 
Caribbean 
30%
Pakistani 25%
Other East 
Indian 45%

Mild/
moderate LD

Qualitative

Lin 2005 Self- 
determination 
related to 
Maslow’s 
hierarchy

8 Adolescents 
from Taiwan 
with ID ages 
14–16

ID Qualitative

Nasser, Sachs, 
& Sa’ar

2017 Decision 
making by 
parents in 
Palestinian 
towns about 
residential 
placement

18 Palestinian 
parents of 
youth with ID 
placed in 
residential 
facilities, ages 
11 to 30

ID Qualitative

Rueda, 
Monzo, 
Shapiro, 
Gomez, & 
Blacher

2005 Latina 
mothers’ views 
of transition, 
cultural 
models

16 Latina 
mothers of 
youth with ID 
ages 14 to 31

DS
ID
ASD

Qualitative

(continued)

10 Decision Making and Culturally Diverse Individuals with IDD and Their Families…



234

Table 10.2 (continued)

Authors Year
Topics 
addressed

Sample 
size

Description of 
participants

Type of 
disability Study design

Shogren 2012 Latina 
mothers’ 
perceptions of 
self- 
determination

7 Latina 
mothers of 
transition- 
aged youth 
ages 14 to 21

ASD
ID
Multiple 
disabilities

Qualitative

Shogren, 
Kennedy, 
Dowsett, 
Villareal & 
Little

2014 Self- 
determination 
of youth from 
diverse racial/
ethnic groups

Not 
reported 
for this 
analysis

Adolescents 
with 
disabilities 
ages 16 to 18: 
White, 
African 
Americans, 
and Latinos 
(Ns not 
reported for 
each group)

Various 
disabilities 
including ID, 
ASD, sensory 
impairments, 
emotional, 
health and 
cognitive 
impairments

Quantitative 
analysis of 
NLTS2

Shogren, 
Rifenbark, 
Wehmeyer, 
Dean, Kileen, 
& Karsevar

2020 Supported 
decision 
making 
inventory

152 Adults with 
disabilities:
White 10%
African 
American 
80%
Latino 9%

Various 
disabilities 
including ID, 
ASD, 
sensory, and 
mental health

Quantitative 
analysis of 
survey

Shogren & 
Shaw

2017a Self- 
determination 
and early adult 
outcomes

Not 
reported 
for this 
analysis

Adults with 
disabilities:
White, 
African 
American, 
Latino (Ns 
not reported 
for each 
group)

High 
incidence, 
cognitive and 
intellectual 
disabilities

Quantitative 
analysis of 
NLTS2

Shogren, 
Shaw, Raley, 
& Wehmeyer

2018a Self- 
determination 
and personal 
characteristics

3044 Youth ages 
13–22:
White 26%
African 
American 
30%
Latino 31%
Other 12%

No 
disabilities, 
LD, and ID

Quantitative 
analysis of 
survey

(continued)
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Table 10.2 (continued)

Authors Year
Topics 
addressed

Sample 
size

Description of 
participants

Type of 
disability Study design

Shogren, 
Wehmeyer, 
Little, 
Forber-Pratt, 
Palmer, & 
Seo

2017b Validity and 
reliability of 
self- 
determination 
inventory, 
student 
reported

311 Adolescents 
ages 12 to 22:
White 74.3%
African 
American 
6.4%
American 
Indian/Pacific 
islander 2.6%
Asian 2.9%
Other/missing 
13.9%

No 
disabilities, 
LD, and ID

Quantitative 
analysis of 
survey

Shogren, 
Wehmeyer, 
Shaw, Grigal, 
Hart, Smith, 
& Khamsi

2018b Factors 
associated with 
self- 
determination

251 Students in 
higher 
education:
White 70%
African 
Americans 
12%
Latinos 10%

IDD Quantitative 
analysis of 
data from 
universities 
hosting 
TPSID 
programs

Simonsen & 
Neubert

2013 Employment, 
self- 
determination, 
self- 
management

338 Transitioning 
youth:
White 48.8
African 
American 
44.4
Latino 2.7%
Asian 2.7%

IDD Quantitative 
analysis of 
survey

Note: ASD Autism spectrum disorder, DS Down syndrome, ID Intellectual disability; IDD 
Intellectual and developmental disabilities, LD Learning disabilities, Ns Sample size

A qualitative study in the UK (Larkin et al., 2018) examined racial/ethnic minor-
ities with a learning disability (i.e., considered equivalent to ID in the USA; Agrawal 
et al., 2019) and reported themes related to the concept of independence, which as 
an outcome implies living independently either from one’s family or from a residen-
tial setting. The participants in the study were Caribbean Blacks and from South 
Asian countries such as Pakistan and India. Those who lived with their families 
seemed content and stable in this arrangement and did not desire to live indepen-
dently. Participants who lived in residential settings reported being encouraged to 
live independently, but some were threatened by this as they understood they would 
lose needed supports. In these cases, participants felt that they had not been allowed 
to make their own decision about living independently.

A study conducted in Israel with Palestinian parents of children with ID focused 
on parental decision making about their children’s placement in residential settings 
(Nasser et al., 2017). This study used a grounded theory approach and interviewed 
families of children with ID between the ages of 11 and 30 who lived in residential 
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facilities in the Galilee region. The authors reported that Palestinians have higher 
rates of ID but lower rates of institutionalization than the Israeli population and 
found a core theme that parents felt conflicted about their decision to place their 
child. These parents perceived placing their child as abandonment, but a necessary 
evil, given the limited resources and support available to them. Authors raised the 
issue of contextual and cultural issues such as low income and limited support and 
a core value of familism, highlighting the importance of collectivism versus 
individualism.

Similarly, a focus group study in the USA found that Latina mothers of young 
adults with IDD discussed the issue of individualism and living independently. They 
indicated that in their culture, living independently once their child was an adult was 
not the norm until marriage, even for typically developing young adults (Rueda 
et al., 2005). Most of the decision making was led by the mothers, who considered 
their adult child’s perspective with IDD. They reported frustration over not being 
taken seriously by professionals as decision-makers.

A different study focused on perceptions of self-determination among Latina 
mothers of transition-age youth with disabilities using a phenomenological 
qualitative design reported similar findings (Shogren, 2012). These mothers believed 
that self-determination only applied to the idea of their son or daughter living 
independently, which conflicted with their cultural expectation that their children do 
not move out at age 18. They reported that they placed great value in teaching their 
child to indicate preferences, make decisions, and advocate for themselves, all 
behaviors of self-determination. The mothers reported that these behaviors were 
primarily taught at home and not at school.

A study in which 80% of the sample were African Americans (the remaining 
20% were white or Latino) with primarily ID focused on the refinement of an instru-
ment to measure supported decision making among individuals with disabilities 
(Shogren, Rifenbark, et  al., 2020). Only 39% lived at home with their parent or 
guardian. The remaining individuals lived in group homes (31%) or independently 
with or without support (27%). These authors did not compare racial or ethnic 
groups or discuss any cultural or contextual issues that may be specific to African 
Americans with disabilities. They found that those who lived independently scored 
higher on the measure than those who lived in group homes. There were no differ-
ences between those living at home and other living arrangements; however, those 
who had legal guardians scored lower than those who did not.

Overall, there were several common themes related to independent living across 
studies. Studies that included populations that were Taiwanese, South Indian, 
Caribbean Black, Palestinian, or Latino reported the importance of parents and fam-
ily in the decision-making process for the person with ID related to living indepen-
dently or in other settings (Larkin et al., 2018; Lin, 2006; Nasser et al., 2017; Rueda 
et al., 2005; Shogren, 2012). Some of these studies referred to cultural aspects such 
as familism and collectivism as important values for these families. Another com-
mon theme is that living at home with the family is not inconsistent with decision 
making. The study of minority groups in the UK found that those who lived at home 
with their families were satisfied. The study of predominantly African American 
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adults with ID found no differences in levels of decision making between those liv-
ing at home and those in other living arrangements (Larkin et al., 2018; Shogren 
et al., 2020b).

 Decision Making About Daily Living Skills and Activities

Some of the studies cited in the previous section also reported the importance of 
decision making about daily living skills and activities. In the qualitative study of 
minority persons with ID in the UK (Larkin et  al., 2018), participants discussed 
decision making in their daily activities such as taking a walk to the store or going 
to the movies. While the service system encouraged independence, participants 
complained when they were not allowed to make these kinds of decisions 
independently. In the qualitative study on self-determination among youth in 
Taiwan, investigators used Maslow’s Hierarchy of Needs to categorize results. The 
category “Self-determinations of self-achievement essentials” referred to concepts 
of decision making such as independence/autonomy, goal setting, and planning/
implementation (Lin, 2006). This author reported that the students made decisions 
about daily living routines and goal setting; however, parents made decisions on 
what the authors referred to as major important matters. In the two studies of Latina 
mothers of transition-aged youth with disabilities, mothers emphasized teaching 
their youth life skills as a form of independence (Rueda et al., 2005; Shogren, 2012). 
Both studies noted that the schools did not significantly teach these skills, and 
instead, they were taught in the family home. In a study that analyzed national data, 
authors compared racial and ethnic groups of youth with disabilities using a self- 
determination measure (Shogren & Shaw, 2017). They categorized the youth into 
three groups, high incidence, cognitive, and intellectual disabilities. Groups were 
defined based on similarities identified in self-determination and disability 
characteristics and followed terms used by the IDEA (Individuals with Disabilities 
Education Act, 2004; Shogren et al., 2014). The high-incidence disabilities group 
included specific learning disabilities, emotional disturbance, speech-language 
impairments, and other health impairments. The cognitive disabilities group 
included autism, multiple disabilities, and deaf-blindness. The intellectual 
disabilities group was comprised of intellectual disabilities alone as this disability 
was distinctive from other disabilities in self-determination and disability 
characteristics. They found that African American youth from the cognitive group 
had lower financial independence and advocacy levels than the white youth. In the 
cognitive and intellectual disability groups, Latinos had lower social relationship 
outcomes than whites.

Studies in this section emphasize the importance of decision making about daily 
activities and that these are viewed as a form of independence by both individuals 
with disabilities and their parents. The findings regarding African Americans and 
financial independence and Latinos and social relationships need further exploration 
to contextualize them.
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 Decision Making About Safety

Safety was often discussed in the literature as parents being concerned that their son 
or daughter might not make safe decisions or worried about their safety. The two 
studies that interviewed Latina mothers of youth with disabilities emphasized the 
need to protect their son or daughter from the dangers of the outside world or teach 
their child skills related to safety (Rueda et al., 2005; Shogren, 2012). The qualitative 
study of youth with ID in Taiwan found that they lacked awareness about safety 
issues and the ability to take precautions (Lin, 2006). The research that focused on 
youth with ID in Palestine reported that the safety of the youth with IDD and their 
siblings was an important factor in parental decision making about the placement of 
the youth with IDD into a home (Nasser et al., 2017). A randomized controlled trial 
aimed at increasing decision-making skills in women with ID, focusing on safety 
issues, such as abuse prevention, in a diverse group (50% African American, 33% 
white, and 17% Latino) of participants (Khemka et al., 2005). These investigators 
found that women with ID in the intervention group reported greater knowledge and 
produced more effective decision-making responses than the control group. This 
latter study extended beyond understanding opportunities for decision making by 
supporting the development of independent decision-making skills.

In sum, these studies demonstrate the concern parents have for safety that youth 
from diverse backgrounds may lack awareness and knowledge about safety issues 
and that interventions can increase knowledge and skills in these areas among youth 
with IDD from diverse backgrounds.

 Decision Making About Education and Employment

This section includes articles that reported findings of decision making in secondary 
or post-secondary educational settings or related to employment. A study that ana-
lyzed data from the National Longitudinal Transition Study-2 (NLTS2) focused on 
youth with autism spectrum disorder (ASD) in high school and their participation in 
transition planning IEP meetings. The authors found that white students reported 
greater attendance and participation at IEP meetings than African Americans 
(Griffin et  al., 2014). The authors highlighted the need to focus on the greater 
involvement of African American students in transition intervention research. A 
study of adults with disabilities aimed to refine an instrument of supported decision 
making and compared outcomes on the instrument across various factors, including 
employment (Shogren et al., 2020b). A large majority of the sample was African 
American (80%), and the remaining participants were Latino or white. Investigators 
found that participants who were engaged in competitive employment scored higher 
on decision-making experiences than those who were unemployed. Authors suggest 
that competitive employment may offer more decision-making opportunities to 
individuals with disabilities. A study that examined data from universities that 
hosted Transition and Postsecondary Programs for Students with Intellectual 
Disabilities (TPSID) programs found that Latino students with ID enrolled in higher 
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education received lower scores on the self-regulation subscale of the Self- 
Determination Scale than white students with ID (Shogren et al., 2018b). The self- 
regulation subscale involved problem-solving questions that may be similar to 
decision making. A study examining community employment outcomes of youth 
with IDD who transitioned out of school interviewed employees of state-funded 
rehabilitation agencies about their clientele (Simonsen & Neubert, 2013). This 
study examined factors that were related to working in the community versus being 
in a shelter. The authors found that Latino adults with IDD were more likely to be 
working in the community versus in a sheltered workshop or unemployed than 
white adults with IDD. While the decision making of individuals with IDD was not 
examined in this study, living with their family and the family expressing a prefer-
ence for community work was associated with working in the community.

To summarize this section, we found only three articles that focused on or men-
tioned decision making or self-determination by underrepresented groups related to 
education or employment and one article that examined employment outcomes, but 
not decision making. One article analyzed race and documented differences between 
African Americans and whites, two articles documented differences between 
Latinos and whites, and the other included a majority African American sample but 
did not examine issues specific to this population. These studies only give us a 
glimpse of issues related to race/ethnicity and education or employment that might 
be explored in future research.

 Decision Making About Healthcare and Disability-Related Services

This section includes articles that focused on people with IDD or their families, 
making decisions about healthcare or disability-related services. While some studies 
involved youth and adults with disabilities and their families engaged in disability- 
related service systems (Larkin et al., 2018; Nasser et al., 2017; Rueda et al., 2005; 
Shogren, 2012), none of the studies investigated decision making of the youth or 
adult in whether to utilize these services. One of the studies involved parent decision 
making about placement in a disability-related residential setting (Nasser et  al., 
2017). Furthermore, none of the studies we reviewed focused on youth or adults 
with IDD or their families making decisions about healthcare. Clearly, research is 
needed on youth with IDD from diverse backgrounds with respect to decision mak-
ing about healthcare and services.

 Self-Determination

A few articles were not about decision making in any of the above categories but 
were about self-determination more broadly. As described earlier, decision making 
can be a component of self-determination. A study in Taiwan administered a quality- 
of- life scale to youth and adults 16 years of age and older, and this measure included 
items on self-determination, rights, and social inclusion, which have some 
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relationship to decision making (Chou et  al., 2007). Respondents indicated the 
importance of each item and whether they were in use. Respondents rated these 
items the lowest in importance and use, compared to other items. The use of self- 
determination was the lowest item out of all other items on this measure. A study 
that focused on self-determination among youth with either high incidence or cog-
nitive disabilities in the NLTS2 found that African American students in the cogni-
tive group reported greater autonomy and self-realization than white and Latino 
students in this group. They also reported higher psychological empowerment than 
their white counterparts (Shogren et al., 2014). Another study that examined per-
sonal characteristics of the Self-Determination Inventory among adolescents with 
and without disabilities found that among females with ID, African American and 
Latino females scored lower on the Self-Determination Scale than white females 
(Shogren et al., 2018a). Another finding related to race and ethnicity was that older 
adolescents with disabilities scored higher than younger ones on self-determination, 
but this was not true for African American adolescents. A different study by the 
same author reported the validity and reliability of the Self-Determination Inventory 
among youth ages 12–22  in secondary education settings (Shogren et al., 2017). 
These authors compared results by race and ethnicity but did not find any significant 
differences.

These studies examined either the validity or predictors of standardized mea-
sures, including self-determination and quality of life. The study in Taiwan was 
focused on quality of life with minimal information about decision making or self- 
determination. The other studies in this section examined self-determination and 
included race/ethnicity in their examination but lacked explanations for their 
findings regarding race/ethnicity. This may be due to the definitions being used with 
regard to self-determination as they may not reflect how self-determination is 
defined and valued by diverse populations.

 Research Question 2

In our second research question, we ask whether the literature on decision making 
provides sufficient knowledge about racial/ethnic minority groups. We found only 
15 studies that met our criteria of including some element related to decision mak-
ing (self-determination, autonomy, independence) and that either included race/eth-
nicity in their analysis, had a substantial proportion of minorities in their sample, or 
were about a particular racial or ethnic group (including those from countries under-
represented in research). Table  10.2 describes each of the 15 studies and lists 
authors, year, topics addressed, sample size, description of participants, type of dis-
ability, and study design. Most of these studies were not specifically about decision 
making but included related elements. Nine of them focused on self- determination, 
and many of these examined predictors of a self-determination measure and included 
race and ethnicity among many other characteristics. Most studies were based in the 
US (n  =  11). Five of these included racial and ethnic minority groups in their 
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samples but were majority white, while four studies had diverse samples in which 
white respondents were not the majority. Two studies included participants from 
one ethnic group. We found four studies that were conducted in other countries; two 
were from Taiwan, one was from the UK and focused on minorities there, and one 
focused on Palestinians, a minority population in Israel. Although some studies 
addressed the consideration of preferences of the individual with IDD (e.g., Rueda 
et al., 2005), no studies specifically investigated shared decision making by cultur-
ally diverse individuals with IDD. Overall, our search indicates that (1) while there 
is an emerging body of research on self- determination with respect to race and eth-
nicity, this area needs to be fleshed out to understand better the contextual issues and 
potential explanations for findings; and (2) there is insufficient research about youth 
and adults with IDD from racially diverse populations or LMIC, with respect to 
decision making, the extent to which they make life decisions in each of the areas 
discussed, and their perceptions about their role in making important life decisions.

 Discussion

From the scoping review of the current literature, we see that, across several 
domains, we uncovered elements of decision making that are important to racial/
ethnically diverse individuals with IDD. Cultural differences and their respective 
values play a crucial role in determining what is important when it comes to deci-
sion making and what is considered appropriate for individuals with IDD.  This 
includes the desired outcomes of the individual with IDD, along with families’ pref-
erences. The findings presented here shed light on the experience of decision mak-
ing among culturally diverse individuals with IDD and their families. We review 
differences and similarities in our findings with the general literature and describe 
an adapted model of decision making that considers socio-ecological and cultural 
influences.

One of the more prominent differences observed between our results and the 
general literature on decision making in IDD was that of cultural differences in the 
defining characteristics of decision making and more broadly self-determination. 
Several studies cited in our review identified that the idea of adult children with IDD 
living away from the family home did not align with the cultural expectations for 
adult children generally. That is, families did not anticipate or expect their adult 
children to depart the home after completing schooling or reaching 18 years of age, 
regardless of diagnosis (Lin, 2006; Nasser et al., 2017; Rueda et al., 2005; Shogren, 
2012). This aligns with other studies of cultural differences between collectivist and 
individualistic value systems (Leake & Boone, 2007; Zheng et al., 2015). Moreover, 
these cultural differences in expectations and definitions of what it means to be 
independent call into question whether transition planning adequately addresses the 
needs of culturally diverse students with disabilities. Reports from parents, our 
review, and other sources have consistently documented inequities in access to 
information related to transition planning for culturally diverse youth with 
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disabilities (Sheehey, 2006). Furthermore, families have also reported that decision 
making and self-determination skills were taught in the home as schools were not 
adequately addressing these skills (Rueda et al., 2005; Shogren, 2012). Surveys of 
transition planning teams across five states reported low use of research-based prac-
tices for culturally and linguistically diverse students and families, with some school 
districts reporting implementation of the same practices for all students regardless 
of diverse status (Gothberg et al., 2019). Thus, the training and support available for 
transition-age youth with IDD often neglects the inclusion of families as a key 
ingredient for self-determination and decision making for culturally diverse youth. 
This absence disregards the value and significance of shared decision making and 
family-led decision making for youth with additional support needs, as demon-
strated in our model (see Fig. 10.1). Although several papers have addressed this 
topic and included recommendations on steps to improve the transition-planning 
process for youth and families, our review suggests more work is needed.

This also raises concerns about assessment measures used to track transition 
outcomes that may not adequately capture the outcomes that are valued by 
individuals with IDD from diverse backgrounds. Although two studies included in 
our review focused on cultural diversity, the authors did not specifically consider 
cultural factors in the development of these items (Shogren et al., 2017, 2020b). 
This has significant implications for individuals with IDD who may depend on these 
metrics to qualify for services. Furthermore, when instruments are not culturally 
informed or normed across diverse populations, our knowledge and understanding 
of the constructs and the research that follows will inevitably be limited in its 
applicability and generalizability beyond the culture for which it was developed.

Despite these differences in decision making, there are some findings reported 
that were consistent with the general literature on decision making in IDD. Concerns 
about the safety of individuals with IDD have been cited by numerous studies (Lin, 
2006; Rueda et al., 2005; Shogren, 2012), with many families identifying limited 
cognitive capacity and opportunities to learn and practice safety as the main reasons 
for concerns. Of the studies that focused on the family perspective on decision mak-
ing, families reported a desire to honor their child’s interests and needs, recognizing 
the need for their child with IDD to learn independent skills and develop practical 
work or employment skills (Rueda et al., 2005; Shogren, 2012). This finding aligns 
with other studies that indicate families are interested in having their adult children 
with IDD develop decision-making skills.

As presented earlier, we propose the Socio-Ecological Model of Decision mak-
ing in Culturally Diverse Individuals with IDD as a way of understanding the com-
plex cultural influences on decision making in culturally diverse individuals with 
IDD (see Fig. 10.1). The model begins by identifying the cultural factors within the 
various systems originally described as part of Bronfenbrenner’s Ecological Systems 
Theory (i.e., microsystem, mesosystem, macrosystem). Inclusion of these systems 
provides a structure to frame the multiple cultural factors that influence individuals 
with IDD and their families, from opportunities for decision making in the home at 
the microsystem level to cultural values aligned with collectivism and interdepen-
dence at the macrosystem level. These factors interact with each other and continue 
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throughout the individual’s life. The model then describes the bidirectional influ-
ences between the individual with IDD and their family, recognizing that each may 
contribute to the other’s opportunity and ability to make decisions. Based on this 
component, decision making may take one or more paths: individual-led decision 
making, family-led decision making, or shared decision making where both parties 
participate in the process. We conclude the model in recognizing that making deci-
sions can involve multiple steps and that the individual with IDD and their families 
may play distinct roles across each step. This model incorporates our current under-
standing of decision making in culturally diverse individuals with IDD and may be 
updated as our knowledge and understanding increases with additional research and 
practice.

 Limitations

There were several limitations to this scoping review chapter. First, a methodologi-
cal concern is that the rigor of research design was not appraised (Arksey & 
O’Malley, 2005). Given the emergent nature of research in this topic, this review 
aimed to provide a map of current empirical evidence (Wilt & Morningstar, 2018). 
Second, we may have missed out on important historical contexts that affected the 
lifelong decision-making process for racial/ethnic minority individuals with IDD 
and their families by limiting our scope to peer-reviewed journal articles published 
2000–2020. Finally, we recognize that the exclusion of non-English language 
studies likely led to an underrepresentation of research conducted in languages 
other than English. As the literature continues to burgeon in this field, we will be 
able to see a more holistic picture of research evidence in other cultures as well as 
countries across the world.

 Future Directions

 Implications for Research

We found the body of research on the decision making of youth and adults with 
IDD from diverse backgrounds to be lacking, suggesting the need for substan-
tially more research going forward. Most of the studies we reviewed did not assess 
the extent to which these individuals were making decisions in important life 
areas. Some of the studies suggested that parents were involved in making key 
decisions, but only one study explored decision making among parents in depth. 
Studies that referred to decision making about housing and independent living 
had the most substantive information; however, most reflected the parent’s per-
spective. Research is needed in which individuals with IDD from diverse 
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backgrounds are interviewed about their living arrangements and preferences and 
what independent living means to them. Evaluating these preferences can inform 
providers and family members on how to best support their decision making to 
work toward these outcomes. This research must incorporate diverse cultural per-
spectives, such as interdependence, shared decision making, and the inclusion of 
family members, rather than focusing on the strict definitions of “independence” 
often seen in research conducted in the USA. In the area of safety, parents from 
diverse backgrounds expressed concern about keeping their son or daughter with 
IDD safe in the studies reviewed. This concern may hinder independent living and 
decision making of the youth or adult with IDD. As such, research on culturally 
tailored interventions that provide information about safety and that teach safety 
skills, needs to be developed for individuals with IDD and their parents. Studies 
are needed on decision making about education and employment among youth 
and adults with IDD from diverse backgrounds. How are diverse youth with IDD 
given opportunities to engage in their own educational processes, such as transi-
tion planning, and what are the interventions that can enhance this engagement? 
How do diverse families and adults with IDD make decisions about employment 
options and what employment opportunities are available to them? An emerging 
body of research is studying how individuals with disabilities engage in decision 
making about their own healthcare. We found virtually no research on this topic 
among racial and ethnic minorities with IDD. This is an area of research that is 
open for future study.

 Implications for Practice

Research on decision making in individuals with IDD has consistently shown that 
an individual’s ability to make decisions is related to positive life outcomes. 
However, as demonstrated in our review, the research on individuals with IDD 
from diverse backgrounds remains limited. In practice, it is important that indi-
viduals who work with and who support individuals with IDD and their families 
receive training and professional development on culturally informed practices. 
This may involve an initial review of cultural and linguistic groups being served 
within the school, organization, or agency to understand the scope of cultural 
competencies needed. Cultural brokers may help facilitate the connections 
between professionals and diverse individuals and families. Cultural brokers are 
individuals from the community who are trusted and respected; who share a com-
mon knowledge of values, beliefs, and cultural practices; and who have experi-
ence navigating between systems of care (Georgetown University National Center 
for Cultural Competence, n.d.). Other culturally sensitive practices may involve 
partnering with other organizations that the individual with IDD and their families 
interact with, ensuring that all information and materials are available and pro-
vided in the family’s native language, and practicing flexibility when possible to 
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engage culturally diverse families (Croke & Thompson, 2011; Ratto et al., 2017; 
Zamora et al., 2016).

As interventions and programs are being developed and disseminated to support 
self-determination and decision making in individuals with IDD (Burke et al., 2020; 
Luckner et  al., 2020), this work must address the needs of culturally diverse 
individuals and their families. Several interventions and support programs have 
been developed or adapted specifically for diverse youth with disabilities and their 
families to enhance self-advocacy, family empowerment, and problem-solving 
skills (Hasnain et  al., 2003; Kuhn et  al., 2019). Programs that incorporate 
comprehensive family-centered approaches across educational, vocational, and 
healthcare settings will be an important next step in supporting individuals with 
IDD and their families.

 Conclusions

In this chapter, we explored decision making, and more broadly self-determination, 
among racially/ethnically, culturally diverse individuals with IDD and their fami-
lies. We reviewed the literature on decision making and provided a model through 
which to evaluate and consider cultural factors that might influence the decision-
making process for culturally diverse individuals with IDD and their families. We 
conducted a scoping review to capture the current state of the research, finding that 
very few studies have been published that directly evaluate decision making in cul-
turally diverse populations with IDD. Even when studies included diverse samples, 
comparisons of decision-making skills and their related outcomes were often not 
the focus. Given the emerging work in this area, there is substantial opportunity for 
growth in research and practice.
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Chapter 11
Understanding Decision Making 
and Intellectual and Developmental 
Disabilities

Ishita Khemka

 Introduction

Decision making plays a central role in most aspects of life. However, it is apparent 
that decision making is an area of difficulty for many individuals with intellectual 
and developmental disabilities (IDD). The chapters in this volume address these 
shortcomings in a variety of ways – by identifying risk factors, by advocating and 
providing supports for expanded decision-making opportunities, and by examining 
the variables that contribute to decision-making effectiveness. Based on the litera-
ture, we (Khemka and Hickson) know that individual differences in decision mak-
ing might relate to differences in capacities to carry out decision tasks or to 
differences in decision styles – the characteristic ways in which individuals with 
IDD approach decision making. Our own overriding commitment to the study of 
decision making over the past 25 years has been in the interest of deepening our 
understanding of decision making by individuals with IDD as a basis for developing 
interventions to strengthen their decision-making capabilities.

In particular, the primary focus of our research has been upon studying the deci-
sion making of adolescents and adults with IDD in interpersonal situations which 
involve a risk of coercion or abuse (see Chapter 18 in this volume). Interpersonal 
decision making is distinct from decision making in other domains (e.g., vocational 
or lifestyle choices) in that the decision-making process in interpersonal situations 
is essentially a non-iterative process with minimal scope for correction within the 
course of decision making. Decision making in an interpersonal situation can be 
influenced by a gamut of social relationship factors (e.g., peer dynamics, relational 
aggression, etc.), all of which can pose challenges for individuals with IDD, 
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especially during adolescence. However, in this chapter, we review relevant research 
on decision making and related factors for adolescents and adults with IDD across 
a wide range of decision tasks. We believe that findings from studies using con-
trolled laboratory-based and probability reasoning tasks can inform our understand-
ing of the decision-making processes and challenges faced by individuals with IDD 
in a range of interpersonal and real-life situations. With the primary purpose of 
examining the underlying component processes involved in different types of deci-
sions and identifying individual factors that may influence how a person with IDD 
will approach a particular decision-making situation, we have, in this chapter, 
focused our attention primarily on research studies that shape our current views and 
understanding of decision making in individuals with IDD and those that point 
toward future research.

 The Pathways Model of Decision Processing

Since we are most interested in understanding why different people may approach 
the same decision task in different ways, we have proposed an updated version of 
our Pathways Model of Decision Processing (referred to as Pathways Model) (pre-
sented in Chapter 6 in this volume) which offers a framework for examining indi-
vidual differences in decision making across the broad range of individuals with 
IDD.  In the current chapter, we examine the decision-making capabilities and 
 information processing styles of individuals with IDD. Through consideration of 
available research findings, we evaluate mechanisms that might underlie the 
decision- making patterns and difficulties of adolescents and adults with various 
types of IDD. We then assess the applicability of different pathways of decision 
processing that can be considered when developing training approaches to strengthen 
their decision making.

In the present chapter, we start by examining the components at the base of the 
Pathways Model which include (1) situational/environmental factors, (2) neurode-
velopmental/personal factors, and (3) the three basic processes of cognition, moti-
vation, and emotion. Later in the chapter, we shift our focus to the upper part of the 
Pathways Model to consider how individuals with different types of IDD might be 
expected, considering the extant research, to navigate the pathways of decision pro-
cessing specified in the model. Figure 11.1 highlights only the base components of 
the Pathways Model to allow us to examine the possible roles of these components 
for adolescents and adults with various forms of IDD. The upper part of the model 
containing the pathways is shaded out.
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Fig. 11.1 Base components of the Pathways Model of Decision Processing

 Impact of Situational/Environmental Factors

A critical consideration in decision making is the complexity of the situation or task 
itself. This is represented in the bottom layer of the base section of the model as 
shown in Fig. 11.1. Most of the decisions we make in everyday life take place in the 
context of our environmental surroundings, taking into consideration a multitude of 
factors. Consideration of the impact of each of these variables on the decision mak-
ing of individuals with IDD is clearly warranted. Situational factors like time pres-
sure can pose additional challenges. The situational/environmental context impacts 
decision processing in ways that give rise to different types of decisions.

 Impact of Neurodevelopmental/Personal Factors

We include an emphasis on neurodevelopmental and personal factors in the 
Pathways Model (see middle bar of the base components of the Pathways Model in 
Fig. 11.1) to recognize the origins of the deficits that might produce impairments in 
areas of personal, social, academic, or occupational functioning for individuals with 
IDD and likely impact their decision-making performance.

11 Understanding Decision Making and Intellectual and Developmental Disabilities



258

 Neurodevelopmental Factors

Neurodevelopmental disorders (see the second level of the base section of Fig. 11.1), 
associated with a known medical or genetic condition or environmental factors, 
include a group of conditions with onset in the developmental period or those that 
can be traced to the developmental period (DSM-5) (American Psychiatric  
Association, 2013). Although the group is comprised of many categories based on 
clinical outcomes, including intellectual disability (ID) and autism spectrum disor-
der (ASD) featured in this volume, we recognize that many of the categories based 
on clinical profiles do not represent singular biological entities and that a personal-
ized approach is essential to understanding the underlying etiology and levels of 
functioning (Mitchell, 2015). Within this broader umbrella of neurodevelopmental 
disorders, we look at the IDD classification as one group due to shared characteris-
tics. We differentiate our discussion for subcategories of IDD, including ASD and 
ID, as well as specific genetic disorders when studies have clearly identified these 
subgroups within the larger category of IDD. We consider it relevant to include and 
examine characteristics of attention deficit hyperactivity disorder (ADHD) along 
with those of ID and ASD in keeping with recent research that predicts considerable 
overlap in the characteristics of these disorders due to shared genetic and environ-
mental risk factors and that suggests an etiological and neurodevelopmental con-
tinuum of functioning (see Morris-Rosendahl & Crocq, 2020). From this 
neurodevelopmental perspective, we present examples from studies to illustrate 
how individual neurodevelopmental and personal characteristics can yield distinct 
patterns of performance and inform our study of decision-making processing.

 Autism Spectrum Disorder

Individuals with ASD tend to represent a diverse set of phenotype characteristics 
relating to neurodevelopmental conditions which manifest in social communication 
and behavioral difficulties (Tager-Flusberg, 2007). Most decision-making studies 
with individuals with ASD have involved participants with IQs that fall in the aver-
age or above average range (referred to as high functioning autism) (e.g., Bernard- 
Opitz et  al., 2001; Hillier et  al., 2007). While overall intellectual functioning in 
individuals with ASD can fall in the average to superior range, a sizeable number of 
individuals with ASD (approximately 50–70%) are also diagnosed with an ID 
(Matson & Shoemaker, 2009). Since ASD frequently co-occurs in individuals with 
ID (ranging from 28–40%) (see Bryson et al., 2008), it is important to consider how 
this comorbidity may impact the interpersonal decision-making experiences of 
those with ID and ASD. The extremely variable cognitive and behavioral function-
ing influences how the core social diagnostic symptoms get manifested for this 
group. Therefore, assessing the range of functioning within the ASD group is 
important in order to understand whether certain decision-making patterns are 
related to ASD-specific symptoms or interrupted by cognitive deficiencies related to 
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co-occurring ID or other developmental disorder, such as ADHD. Research is also 
focused on studying whether certain characteristics specific to ASD, such as a ten-
dency to focus more on details and less on the bigger picture on perceptual tasks 
(requiring low-level cognitive processing), might extend to a reduced sensitivity to 
contextual information on decision-making tasks (requiring higher-level cognitive 
processing) (see Farmer et al., 2017).

 Intellectual Disability and Singular Disorders

Over the past two decades, research on the implications of specific genotypes and 
phenotypes of singular disorders associated with ID has evolved. However, studies 
that have focused on the impact of these specific disorders on decision-making per-
formance are limited. A look at key defining characteristics of the disorders within 
ID can help to explain and predict specific decision-making behaviors of individuals 
in some of these subgroups. In general, however, having an ID, regardless of the 
cause, presents challenges for higher-order thinking and cognitive processing dur-
ing decision making.

Williams syndrome (WS) is an example of a genetically determined singular 
disorder associated with ID. Individuals with WS show intellectual functioning in 
the borderline to moderate ID range with largely socio-communicative language 
difficulties (e.g., low conceptual/relational language and pragmatic skills). In com-
parison to other forms of IDD, individuals with WS exhibit a phenotype profile of 
marked social-emotional and behavioral predispositions toward an overfriendly 
social personality. Marked with many fears and anxieties relating to social interac-
tions, they tend to face substantial problems in social adjustment and in forming and 
sustaining friendships (Dykens, 2003). A more detailed discussion of decision mak-
ing by individuals with singular disorders and ID is provided in the chapter by 
Goscicki et al. in this volume. 

 Attention Deficit Hyperactivity Disorder (ADHD)

ADHD, characterized by a persistent pattern of inattention and/or hyperactivity and 
impulsivity that interferes with functioning and/or development, is a frequently co- 
occurring neurodevelopmental condition in individuals with IDD or ASD.  With 
inattention and hyperactivity/impulsivity as its main symptom domains, ADHD has 
also been related to a broad range of poor health outcomes, such as substance abuse, 
gambling, sexual risk-taking, etc. underscored by decision-making deficits (Nigg, 
2013). These real-life decision-making deficits have received much attention 
because of the potential for negative impact, both at an individual and societal level. 
Decision-making research specific to individuals with ADHD is discussed in detail 
in the chapter by Lyon et al. in this volume.
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 Personal Factors

In examining the relationship between IDD and decision making, researchers have 
identified several personal characteristics that appear to play a key role in the inde-
pendent decision-making capabilities of individuals with IDD (see the second level 
of the base section of the Pathways Model in Fig. 11.1). These include gender, age, 
level of social participation, communication, and language functioning.

 Gender

In the Hickson et al. (1998) study, we compared the decision-making performance 
of women and men and found that women with and without ID were generally more 
likely than men to recommend that the protagonist takes self-protective action in 
situations of abuse. Women were also more likely than men to state possible nega-
tive consequences of failing to take self-protective action. It was suggested that 
women may have been more sensitive to the risks inherent in the situations, possibly 
enhancing the emotional significance of the task and increasing motivation to take 
self-protective action. Very few studies have looked at the impact of gender differ-
ences in decision making. We believe that this is an important variable, which we 
have begun to explore (see Khemka & Hickson, 2017a) and include it here in the 
hope of stimulating further research.

 Age

Researchers have noted a profound impact of age on decision-making performance. 
In particular, the changes that happen at adolescence are dramatic. Age effects on 
decision making can be understood in terms of how certain important underlying 
factors evolve or mature with age, thereby changing their influences on decision 
making over time. According to Poon (2018), the bell-shaped development of hot 
executive function suggests a period of heightened risk-taking propensity in middle 
adolescence.

 Social Participation

Interpersonal decision making of individuals with IDD, especially during the ado-
lescent years, is likely influenced by a host of factors (e.g., participation in social 
activities, friendships) in the social domain that may contribute to overall knowl-
edge and understanding of social interactions. Research has shown that the friend-
ships of youth with ASD or ID are characterized differently than those of typically 
developing (TD) adolescents. Individuals with ASD have been found to have sig-
nificantly fewer reciprocal relationships than their TD peers, due to the impairments 
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in social communication and restricted interests (Howlin et  al., 2004; Orsmond 
et al., 2004). Similar to youth with ASD, adolescents with ID tend to experience 
reduced participation in social activities and have fewer and less sophisticated 
friendships (McVilly et al., 2006; Solish et al., 2010). With limited conflict resolu-
tion skills and social competence, the social decision-making experience of these 
groups tends to be impacted (Larkin et al., 2011). These social deficits also exacer-
bate feelings of loneliness as well as internalizing problems like depression and 
anxiety for adolescents with IDD and render them more susceptible to bullying and 
victimization. Although the development of social skills in WS appears to be 
delayed compared to same-aged peer norms (see Mervis et al., 2001), comparisons 
with individuals with other singular disorders associated with ID indicate that the 
social competence of those with WS might be stronger than in those with Prader- 
Willi syndrome but poorer when compared to those with Down syndrome (Rosner 
et al., 2004). Additional empirical research to investigate the relationship of social 
deficits and decision-making difficulties in interpersonal situations involving friend-
ships, peer relationships, and victimization among individuals with IDD, and by 
type of IDD, is warranted.

 Communication and Language Functioning

Communication difficulties in individuals with ID tend to be wide ranging and can 
impact diverse areas of receptive, expression, and pragmatic language functioning. 
They are influenced by complex factors, both individual and environmental. 
Communication limitations can exclude individuals with IDD from meaningful 
decision-making experiences and participation in their community. A focus on com-
municative competence allows for assessment of skills needed to express desires, 
ideas, choices, etc. and prevents individuals from being excluded in decision mak-
ing (Brady et al., 2016; Garcia et al., 2020). Smith et al. (2020) measured commu-
nication skills of 601 adults (40+ years) with ID using data from a national 
cross-sectional study in Ireland and found that 57.9% of participants experienced 
some communication difficulties and more than half found communicating with 
professionals and non-familiar partners difficult. Several key factors were signifi-
cantly associated with communication difficulties: level of ID, low social participa-
tion, challenging behaviors, and a diagnosis of Down syndrome.

 Roles of the Three Basic Processes

It has been long recognized that decision making involves the interplay of cognitive, 
motivational, and emotional processes (highlighted in the top layer of the base sec-
tion of the Pathways Model shown in Fig. 11.1) and that while each of the three 
processes performs unique functions in decision making, these processes do not 
operate in isolation but rather interact with each other in complex ways to produce 
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decision outcomes (Kuhl, 1986). Recently, increasingly specific information has 
been emerging about the neural substrates of these processes because of intensified 
interest in decision making in fields like neuropsychology and neurodevelopment. 
In our research on interpersonal decision making in individuals with IDD, we have 
examined the inputs of cognitive, motivational, and emotional processes in different 
types of interpersonal decisions (see Hickson & Khemka, 2014; Khemka & Hickson, 
2017b). We understand that these processes play a central role in defining the vari-
ous pathways to decision making that individuals can adopt. Acknowledging that 
these three basic processes are essential to any discussion of decision making allows 
us to focus on studies aimed at illuminating their relative contributions in decision-
making situations involving adolescents and adults with IDD. It should be noted, 
however, that the number of relevant studies varies widely for various types of IDD.

 Cognitive Considerations in Decision Making

Much of the research on cognitive considerations in decision making and IDD has 
focused on individuals, mostly adults, with ASD. These studies are summarized first 
followed by a discussion of studies involving individuals with ID and related 
disorders.

 Autism Spectrum Disorder

Individuals with ASD report difficulties in making routine decisions (e.g., Grandin, 
2000; Johnson et al., 2006). There is also evidence to suggest that individuals with 
ASD can make more rational decisions compared to individuals with typical devel-
opment. Therefore, identifying the conditions under which individuals with ASD 
tend to make rational decisions and exploring the cognitive mechanisms that under-
lie their decision making are critical to gaining a full picture of their decision- 
making strengths and weaknesses. A few consistently observed shortcomings relate 
to when decisions are to be made quickly or when they involve a change of routine 
(e.g., Luke et al., 2012). For example, Levin et al. (2015) compared a group of high- 
functioning, college-aged individuals with ASD with a same-aged group without 
ASD on a battery of decision tasks. They found that the groups differed significantly 
in decision style. Individuals in the ASD group were less inclined to use, and less 
successful at using, intuitive impressions to make decisions than were individuals in 
the non-ASD group. The groups did not differ in their ability to use rational/delib-
erative thinking in making decisions.
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Framing

Framing effects, initially introduced by Tversky and Kahneman (1981), reflect sus-
ceptibility to a cognitive bias that leads people to shift their choices between two 
equivalent options, depending upon how those options are presented. Susceptibility 
to the effects of the distracting options leads the decision-maker to select the option 
that feels more desirable than others. There appears to be a reduced influence of 
framing effects on decision making by individuals with ASD (Mosner et al., 2017; 
Shah et al., 2016; Wu et al., 2018). In an often-cited study by De Martino et al. 
(2008), young adults with ASD (mean IQ = 112.1) showed significantly less sensi-
tivity to a contextual framing effect (financial tasks presented in either a gain or a 
loss frame) with a more logical pattern of decision making, in comparison to age- 
and IQ-matched young adults with typical development. This suggests that indi-
viduals with ASD make choices that are more consistent and conventionally rational 
than those in the general population and rely less on how choices make them feel.

Decision Information Search and Processing Style

On probabilistic reasoning tasks, observations of individuals with typical develop-
ment (TD) suggest that decision probabilities are routinely updated after learning 
the outcome of initial draws. In general, individuals with ASD pay less attention to 
new information from contextual stimuli during decision making, relative to neuro-
typical individuals. A recent study by Fujino et al. (2020) adds to the previous evi-
dence of reduced sensitivity to context stimuli observed in individuals with ASD, 
for example, the impact of sunk costs on decision making (relatively less impact in 
individuals with ASD).

Overall, research suggests an underlying neural and cognitive mechanism that 
differentiates the decision-making process of individuals with ASD from that of 
neurotypical people. Few studies have examined decision making in persons with 
ASD using the Iowa Gambling Task (IGT), a computerized card game that simu-
lates real-life decision making, under conditions of ambiguity or unpredictability, 
with the goal of earning money by deciding among decks of cards (Mussey et al., 
2015; Zhang et al., 2015).

In general, findings have suggested that individuals with ASD tend to be risk- 
averse (see Gosling & Moutier, 2018) in their decision making, demonstrating a 
lack of future planning. Use of distinctly different cognitive learning styles by indi-
viduals with ASD (e.g., Johnson et al., 2006) and a slower rate of learning, (e.g., 
Farmer et al., 2017) suggest that the differences observed in individuals with ASD, 
relative to TD controls, might be more in the way they approach and process deci-
sions, rather than in their ability to arrive at successful decision outcomes.

Although not using emotions to inform one’s decision making might be advanta-
geous in situations where being logical (deciding between two mathematically 
equivalent options) is desirable, this indifference to emotional cueing might become 
problematic in other settings where consideration of the emotions of oneself and 
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others might be vital to the decision situation. Difficulty in decision making in 
social environments where some degree of unpredictability is inevitable was indi-
cated in a study by Robic et al. (2015). Utilizing a laboratory task, decision-making 
performance of a group of adults with ASD was compared to that of adults without 
ASD in a social versus nonsocial environment and with a predictable versus unpre-
dictable task context. The two groups did not differ in their decision-making perfor-
mance in the predictable condition in the nonsocial context. However, the participants 
with ASD displayed greater decision-making difficulty, relative to the group with-
out ASD, with an unpredictable condition and when a social cue was used to simu-
late a social context. These results suggest that impaired social cue processing and 
unpredictability associated with social environments can cause decision making dif-
ficulty for people with ASD.

In a recent study (Zeif & Yechiam, 2020), involving a meta-analysis of 14 studies 
of the IGT decision performance of 433 participants with high-functioning ASD 
and 500 controls, no differences in decision-making outcomes between the partici-
pants with and without ASD were observed. Greater use of an explorative strategy 
in initial trials was noticed for individuals with ASD. The researchers highlighted a 
need for more research on the use and purpose of explorative strategies and careful 
evaluation by type of decision tasks for a full understanding of the performance of 
individuals with ASD. It is also noted that most IGT and probability-based decision 
studies involve participants who have high-functioning autism and that the patterns 
of decision making might be different across individuals with ASD with lower intel-
lectual functioning.

Overall, the decision-making approach most consistently observed in individuals 
with ASD has been one that is individual-centered with limited consideration of the 
perspectives of other people or being able to readily incorporate and integrate new 
information and influences. Findings that show reduced selection of options that 
predict better long-term outcomes, in favor of short-term gains on the IGT task, 
carry implications for how well individuals with ASD might function with decision 
making in interpersonal social situations especially in adolescent contexts, such as 
those involving drug use, gambling, drinking, etc., where evaluation of longer-term 
consequences, as opposed to short-term gains, might be pivotal to the selection of 
one’s choices (Kluwe-Schiavon et al., 2020).

Executive Function

A key set of specific mental abilities, known as executive functions (EF), related to 
activity in the ventromedial areas of the brain, are necessary for an individual to 
adapt to new, non-routine situations (Rabbitt, 1997) for which there are no ready- 
made solutions (Damasio, 1995). Connections between EF and decision making 
have been observed in adolescents and adults with IDD and related disorders. 
Disturbances in ventromedial activity can result in inadequate bioregulatory pro-
cesses that work to inform the cognitive system about the prospective consequences 
of an action (Bechara et al., 2005). Therefore, we can expect EF to have a significant 
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role in decision situations that require adapting to new situations or rapid shifting of 
attention across multiple solutions in unpredictable environments. Given these lines 
of evidence, decision-making impairments associated with EF might be expected in 
individuals with IDD, but empirical data are limited.

Kloosterman et al. (2014) investigated whether EF would be a significant predic-
tor of peer victimization for three groups of adolescents, students with ASD, stu-
dents with other special education needs, and TD students. They found EF to be a 
significant predictor of victimization for all three groups, with higher EF being 
associated with less victimization. Since EF involves the processes used in achiev-
ing goals, including skills such as planning, organizing, and emotional control, it is 
likely to influence levels of victimization via key components of decision making 
involved in these situations.

 Intellectual Disability and Singular Disorders

Given that ID is characterized by significant limitations in the intellectual function-
ing of the individual, the disability is broadly associated with differences in thought 
processes, reasoning, memory, and comprehension, all of which can have an impact 
on an individual’s decision making. The adaptive behavior deficits intrinsic to ID 
are reflected in difficulties with social problem solving, credulity (i.e., lack of wari-
ness), and extreme gullibility (Greenspan et al., 2001) and are likely to overlap with 
the limitations imposed by cognitive dysfunctions during decision making.

Many of the early studies on decision making focused on the cognitive shortcom-
ings of individuals with ID from the perspective of stage-based models (see Hickson 
& Khemka, 1999, 2014). It was observed that individuals (mostly adults) with ID 
experienced difficulty with each stage in the decision-making process showing lim-
ited comprehension of decision situations, generating few alternative solutions and 
possible consequences, and not selecting an effective course of action (e.g., Castles 
& Glass, 1986; Tymchuk et al., 1990; Wehmeyer & Kelchner, 1994). Adults with ID 
were noticed to be more focused on one-dimensional strategies, (i.e., focusing on 
one aspect of a decision while ignoring other potentially important aspects) indicat-
ing difficulties balancing competing dimensions in selecting a decision action 
(Jenkinson & Nelms, 1994; Willner et al., 2010a). It was observed that the hypo-
thetical thinking required for considering the possible consequences associated with 
various courses of action presented high demands for cognitive functioning. The 
hypothetical thinking needed to play out the possible consequences of alternative 
courses of action is an important step in the decision-making process with high 
demands on verbal fluency, memory, abstract thinking, and overall information- 
processing capacity, all areas of potential difficulty for individuals with ID (Hickson 
& Khemka, 2013, 2014; Stanovich, 2011).

Ruble et al. (2008) found that individuals with ASD with lower cognitive func-
tioning (Verbal IQ 57-101) had difficulty with generating alternatives during deci-
sion making. The researchers posited that this difficulty was perhaps related to their 
tendency toward repetitive (or rigid) behavior and issues with flexibility. The authors 
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reported that more than half of the study participants improved in their ability to 
generate multiple solutions to problems after participation in a cognitive/behavioral 
social skills group, implying that the ability for generation of alternatives for indi-
viduals with ASD can be improved through practice with flexible solution generation.

The evaluation of consequences involves predicting immediate and long-term 
consequences of a particular action. Research on the ability of people with ID to 
perform temporal discounting tasks (e.g., Willner et al., 2010b) suggests difficulties 
with forecasting delayed rewards and a greater tendency for impulsive decision 
making in favor of short-term gains. Although temporal discounting has been stud-
ied largely in the context of monetary/rewards-based decision-making tasks for 
individuals with ID, the patterns of interference of the temporal dimension in deci-
sion making are likely to prevail across different domains of decision making, 
including situations involving risky interpersonal decisions where long-term gains 
(or losses) may need to be weighed against immediate gains. For instance, individu-
als with ID may engage in risky decision making by choosing behaviors that are 
high in immediate subjective desirability or excitement, but that may carry the 
potential for injury or loss.

Bexkens et al. (2016) examined use of cool (cognitive-based) decision-making 
strategies using the paper-and-pencil Gambling Machine Task (GMT) in adoles-
cents (12–18 years) with mild borderline ID (IQ 50-85) (MBID). Adolescents with 
MBID showed lower decision accuracy and use of suboptimal decision strategies 
relative to a TD group and a comparison group including adolescents with behavior 
disorders (BD). When compared to a group of adolescents with both MBID and BD, 
the performance of adolescents with MBID was almost equivalent for utilization of 
decision-making strategies on the GMT task that did not have the complexity to take 
account of all decision elements for optimal decision making.

 Attention Deficit Hyperactivity Disorder

Adolescents with ADHD show a propensity toward risk-taking and reckless behav-
ior, suggesting difficulties with decision making and impulsivity. Decision making 
difficulties, relating mostly to the generation of alternative solutions to support deci-
sion making, have been attributed to deficits in cognitive processing or EF (e.g., 
Stanovich & West, 2008; Toplak et al., 2011). Dekkers et al. (2020) investigated the 
decision making of adolescents with ADHD (n = 81) and TD adolescents (n = 100) 
using laboratory gambling tasks and found decision-making deficits in adolescents 
with ADHD to be a result of suboptimal patterns of decision responding, including 
the use of less complex strategies, rather than from general risk-seeking tendencies. 
In comparison to TD adolescents, those with ADHD were less likely to adopt strate-
gies that integrated all relevant task characteristics required for optimal decision 
making and, in addition, they were less sensitive to integrating information from 
direct feedback on performance to influence and improve their decisions.
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 Motivational Considerations in Decision Making

Motivational differences that may affect decision making include goal priorities and 
the relatively weak personal agency beliefs that have been described as learned 
helplessness in individuals with IDD (e.g., Jenkinson, 1999). Although there is con-
vincing evidence that internal perceptions of control play a critical role in how indi-
viduals with IDD respond to decision making situations, especially interpersonal 
situations, more research is needed to explore the temporal ordering of the relation-
ship between self-variables and decision-making (i.e., whether less successful deci-
sion outcomes result in lower self-perceptions or lower self-perceptions increase 
chances for ineffective decision making).

Positive decision outcomes were found to be significantly related to participants’ 
internal control perceptions in a pilot study involving transition-aged adolescents 
(ages 18–21 years) with moderate to severe IDD from a self-contained special edu-
cation school in a large metropolitan city (Khemka, 2016). Study participants were 
assessed for their ability to suggest independent, prevention-focused decision 
actions (e.g., verbally speak up right away, sign off the Internet/walk away, stop 
being friends with the perpetrator) in response to six situations conveying threats of 
cyberbullying as presented as hypothetical vignettes. Effective decision responding 
was fairly limited with the participants proposing an independent and time effective 
decision response only 51% of the time, with the remaining decision responses 
spanning other decision categories (e.g., seeking help, Call for help; being avoidant, 
Just ignore it; or complacent, Go along with it). Participants also completed the 
internality scale (measuring level of internal locus of control) on the Levenson IPC 
scales (Levenson, 1973). Although the sample was relatively small and findings 
need further investigation, a significant correlation (r = 0.52, p < 0.01) was found 
between internality scores and effective decision making that involved resisting the 
cyberbullying. Findings corroborate growing evidence supporting the importance of 
personal agency beliefs in shaping independent decision-making behaviors. 
Research studies involving individuals with specific types of IDD are pre-
sented below.

The impact of motivational factors such as the role of external locus of control 
and outer-directedness has been well documented in individuals with ID. Outer- 
directedness refers to a behavioral tendency to rely more on external rather than 
internal cues during problem solving. Outer-directedness in individuals with ID 
exists across all life stage but has been observed to be at its greatest in adults (Bybee 
& Zigler, 1998; Tanaka et al., 2001). Shogren et al. (2010) compared locus of con-
trol orientations of students with ID to their peers with learning disabilities and 
those with no disabilities and found that at 8 years, those with ID tend to be more 
externally oriented than their peers with learning disabilities and no disabilities. 
Further, while their peers showed ability to develop more adaptive perceptions of 
control over time, students with ID did not significantly change (increase or 
decrease) in their perceptions of their ability to exert control over their lives from 8 
to 20  years of age. Higher external locus of motivation (Switzky, 2006) among 
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adolescents with ID has also been linked to more openness to peer influences as 
well as greater risk-taking in decision making under peer pressure (Greenspan, 
2017). These longer-term pervasive deficits in adaptive perceptions of control are 
associated with an other-dependent style in problem solving and decision making, 
particularly in interpersonal situations involving others.

Individuals with WS are known to have a distinct social personality that is 
reflected in them being overly friendly, prone to indiscriminately approaching 
strangers, and highly empathetic in their social interactions. These attributes offer 
strong motivational input in social situations with decisions being driven by an 
eagerness for social interaction. Consequently, a high drive for social interactions 
predisposes individuals with WS to erratic relationships and social vulnerability 
(Jawaid et al., 2012). Together, these findings suggest that decision making in social 
situations, including risk-taking, might be impacted by these strong social 
motivations.

Some people with ASD, with strong special interests, appear to show relatively 
low flexibility in their decisions to pursue their restricted interests, as was observed 
in the Ruble et al. (2008) study described earlier. The highly salient and consistent 
behavioral feature of rigidity in individuals with ASD is associated with atypical 
behavioral motivations that underpin aspects of their restrictive and repetitive inter-
ests and behaviors. This is likely to influence their goal selection during decision-
making and their level of effort (and self-efficacy) toward optimal goal-directed 
decision making behavior. The rigidity might also interfere with the ability to make 
effective intuitive/automatic decisions, lengthening typical reaction time or 
approaching situations from a restricted repertoire of responses.

 Emotional Considerations in Decision Making

There is evidence that emotional patterns observed in individuals with IDD (e.g., 
Wishart et al., 2007) also play a key role in decision making, although research in 
this area is nascent. Decision-making effectiveness in individuals with IDD may be 
limited by difficulties in accurately identifying the emotions and intentions of others 
(i.e., emotional context) as well as a lack of the emotional self-regulation needed to 
formulate a reasoned response in the face of a threatening situation.

 Affect and Heuristic Processing

As discussed earlier, individuals with ASD who are more rational in their decision 
making will resist framing effects by consistently choosing the sure option, no mat-
ter how the decision is framed. In ASD, a reduction of framing effects might explain 
both enhanced analytic and impoverished social abilities, the latter reflecting an 
inability to deploy an affect heuristic in complex and uncertain social contexts. This 
pattern appears consistent with the core neurobiological deficits seen in ASD and is 
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in line with theories that posit that individuals with ASD have enhanced analytical- 
logical processing compared to their TD peers (e.g., Baron-Cohen, 2009). According 
to De Martino et al. (2008), an inability to incorporate a broad range of contextual 
cues into the decision process carries a clear disadvantage when making decisions 
in social environments in which multiple subtle contextual cues carry critical infor-
mation. In handling decision-making situations involving social uncertainty, com-
petent decision-makers tend to rely on affect heuristics. Psychophysiological 
evidence collected in the De Martino et al. (2008) study (skin conductance response 
measuring emotional sensitivity) corroborated evidence from previous studies by 
De Martino et al. (2006) and Kahneman and Frederick (2007). It pointed toward a 
potential core neurobiological deficit in ASD that interfered with the ability to inte-
grate emotional context easily into the decision-making process. Deliberative and 
less intuitive thinking among persons with autism serves them well when it comes 
to decisions that require deep thinking but interferes with decisions that most people 
can make spontaneously and with little effort. ASD-related social deficits affect 
some decisions but not others.

These deficits can assume considerable importance during social interactions 
where information about others is often ambiguous and the need to absorb emo-
tional contextual information into the decision process outweighs the need for infer-
ential reasoning processes. For optimal decision making in social environments, the 
ability to incorporate a broad range of contextual cues into the decision process 
operates as an affect heuristic that allows the decision-maker to evaluate multiple 
sources of critical and subtle information and to respond rapidly without having to 
engage in a demanding analytic process (Stanovich & West, 2002). On this basis, a 
failure by individuals with ASD to deploy an affect heuristic in complex and uncer-
tain social contexts might limit their intuitive reasoning and thereby their social 
competence. There has been growing attention to the study of emotion, including 
biosomatic markers related to anxiety or other personality conditions, and etiologi-
cal influences.

 Emotion Regulation and Anxiety

Emotions have a considerable influence on the way decisions are made. Social deci-
sion making is often difficult, anxiety provoking, and exhausting for individuals 
with ASD (Ahlstrom & Wentz, 2014; Hull et al., 2017). Emotion regulation and EF 
are plausible influences on the decision making of individuals with ASD given their 
prototypical delays in social functioning. However, the extent and nature of such 
contributions are currently unclear from the extant literature.

In a study by Woodcock et al. (2020) examining the social decision-making pro-
files of adolescents with ASD using standardized game theory decision tasks, the 
impact of deficits in emotion regulation was observed between adolescents with and 
without ASD. Findings showed that the main difference emerged in the way the two 
groups regulated their emotions while deciding on accepting unfair outcomes, with 
adolescents with ASD experiencing more negative emotion following acceptance of 
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unfair outcomes relative to typical adolescents. The groups did not differ in their 
emotional experience following rejection of unfair outcomes. However, adolescents 
with ASD failed to downregulate their negative emotion in response to unfair out-
comes before making their decisions to accept in the same way as neurotypical 
counterparts. This is consistent with prior research that shows lower adaptability in 
regulating emotions in individuals with ASD (e.g., Zantinge et al., 2017). The study 
thus shows that atypical processes may underpin even apparently typical decisions 
in adolescents with ASD. It also suggests that individuals with ASD might learn to 
make socially appropriate decisions, but they might not be employing adaptive 
mechanisms that psychologically help to control emotional reactions in the same 
way as their TD peers.

The commonly observed strict adherence to rules and inflexibility in the pres-
ence of new and conflicting information during decision making appears to be 
related to the core deficits in ASD (American Psychiatric Association, 2013). 
Research suggests that persons with ASD tend to take longer to make decisions and 
are more likely to report avoidance of decision making (Brosnan et al., 2014; Luke 
et al., 2012). Luke et al. (2012) compared the decision making of adults with (mean 
verbal IQ = 116.4) and without ASD (mean verbal IQ = 114.2) and found distinct 
differences in the experiences of the two groups. In the absence of cognitive differ-
ences between the two groups, the differences in decision-making likely reflect the 
impact of characteristics linked to the autism phenotype. In this study, adults with 
ASD reported greater reliance on an avoidant decision making style and significant 
difficulties with decisions that had to be made quickly, decisions that involved a 
change of routine, and decisions that involved talking to others, in comparison to 
their non-disabled counterparts. Interference with decision-making performance 
was also associated with higher levels of anxiety and depression. On a measure of 
decision-making style, Khemka et  al. (2013) found adolescents with ASD to be 
more likely than adolescents with other forms of IDD to report that when they had 
a big decision to make, they worried about the decision and they tried to remember 
past decisions. A significant negative correlation was found between worrying about 
decisions and making effective decision-making responses that involved resisting 
coercion in simulated interpersonal situations.

The ability to accurately interpret others’ emotions allows us to monitor others’ 
intentions and to predict others’ behaviors. These underlying emotion and applied 
perspective taking mechanisms are essential to adaptive decision-making perfor-
mance, but they are acknowledged to be problematic in individuals with ASD. Peters 
and Thompson (2018) emphasize that applied perspective-taking skills affect social 
skills development in individuals with ASD and must be targeted for direct teaching 
for improving socially important behavior. It is therefore reasonable to assume that 
these underlying psychobiological inputs might alter the way individuals with ASD 
interpret subjective information when they make decisions in interpersonal situa-
tions. Severe impairments in emotional processing may be related to a coexisting 
condition of alexithymia often seen in ASD. It has been shown to negatively affect 
ability to integrate understanding of social conventions or moral intuitions during 
decision making in social situations (Hill et  al., 2004; Komeda et  al., 2016; see 
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Komeda chapter in this volume. Dempsey et al. (2020) after a recent review of stud-
ies examining moral decision making in children and adults with autism concluded 
that an alternative framework for assessing moral decision making should be 
explored to account for the functioning of individuals with ASD, instead of using 
norms based on rational social moral conventions that assume a deficit-based per-
spective for those with ASD.

Individuals with WS exhibit key personality traits that can negatively impact 
their social judgment and decision-making functioning in interpersonal situations. 
Significant socio-communicative difficulties that affect their ability to interact well 
with others have been observed, with some indication that there might be overlap 
with an ASD profile, in areas of communicative and pragmatic language (Klein- 
Tasman et al., 2011). Individuals with WS experience higher levels of anxiety, emo-
tional difficulties, and limited adaptive behaviors that often interfere with their 
ability to establish meaningful peer relationships, despite their highly sociable, 
affiliative nature which forms a distinct part of their personality profile (Dykens, 
2003; Järvinen et al., 2013; Leyfer et al., 2006). When compared to individuals with 
ID, individuals with WS were four times more likely to experience anxiety (Royston 
et al., 2017). Riby et al. (2014) found that a predisposition to anxiety was related to 
dysfunctionality in social abilities as measured on the Social Responsiveness Scale 
for a group of individuals with WS (age 6–36 years). There is also evidence of a 
high prevalence of attention problems (see Leyfer et al., 2006) and difficulties with 
sociability and empathy (Doyle et al. 2004; Klein-Tasman & Mervis, 2003) among 
individuals with WS that can all potentially influence perspective taking and social 
cognition for understanding a social situation for decision making.

 Implications for Interpersonal Decision Making

Although most of the studies described in the previous sections have involved labo-
ratory decision-making tasks requiring the integration of contextual information 
with perceptual stimuli, these studies carry important implications for understand-
ing decision difficulties in interpersonal situations. Decision making in interper-
sonal situations typically requires a degree of deliberative thinking to identify not 
only one’s own goal preferences (e.g., staying safe in a potentially abusive situation) 
but also the motives of the other(s) in the situation (e.g., recognizing use of a lure as 
a tactic for coercion) and to calibrate possible alternative decision actions accord-
ingly. It also involves the ability to think flexibly, often under time constraints, and 
to generate alternative options and evaluate them based on the demands of a specific 
situation.

In our research that has focused on the interpersonal decision-making effective-
ness of adolescents and adults with IDD (see Hickson & Khemka, 2014; Khemka & 
Hickson, 2017b), we have typically presented vignettes depicting hypothetical situ-
ations in which a protagonist is faced with a decision involving the possibility of 
coercive peer pressure or abuse. Overall, we have found that the decision-making 
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responses of adults with ID are significantly less likely to be effective than those of 
their non-disabled counterparts (see Khemka & Hickson, 2017b). On average, the 
level of decision effectiveness (i.e., responses that appeared to be in the best interest 
of the protagonist) by individuals with ID has been at about 50–60% effective. In 
comparison, when adults without disabilities have been included, their performance 
tends to be at a significantly higher level of above 90% effective (Hickson & 
Khemka, 1999).

Taken as a whole, the series of studies suggests that the decision making of ado-
lescents and adults with ID is constrained by limitations associated with compre-
hension, reasoning ability, and overall processing capacity. For example, cognitive 
limitations may include not only reduced processing capacity and memory but also 
limitations in the comprehension required for fully understanding the nature of a 
situation requiring a decision (e.g., friendly or threatening) (e.g., Khemka & 
Hickson, 2017b). When people with ID fail to apply a systematic decision-making 
process and rely on a limited number of solutions drawn from their experience, their 
decisions tend to involve some sort of intuitive processing, but not necessarily one 
that leads to effective decisions. In addition, if the past experiences of individuals 
with ID with decision making are not optimal, their reliance on past negative out-
comes does not necessarily create conditions for better adaptive functioning and 
improved decision making for the future (see Hickson & Khemka, 1999).

In an exploratory study, we examined the interpersonal decision-making perfor-
mance of a group with an ASD diagnosis (n = 18) and a group with IDD and no 
ASD diagnosis (n = 31) (Khemka et al., 2013). Correlational analyses were per-
formed between number of effective decisions (prevention-focused decisions in 
response to a set of 12 hypothetical situations of peer pressure) and several cogni-
tive variables (IQ, language functioning, and risk perception). The relationship 
between effective decision making and self-actualized goal orientation, a motiva-
tional variable, was also assessed. Significant positive correlations were found 
between effective decision-making scores and language functioning scores (r = 0.54, 
p < 0.01) and between effective decision-making scores and correct risk perception 
scores (r = 0.80, p < 0.01) for the combined sample, as well as for the two sub-
groups, separately. In addition, for adolescents in the ASD group only, a significant 
relationship was obtained between effective decision making and IQ (r  =  0.47, 
p  <  0.05) and effective decision making and self-actualized goal orientation 
(r = 0.52, p < 0.05). These findings corroborate the robust role of cognitive abilities, 
such as risk perception, in the decision making of adolescents with IDD. Since IQ 
and self-actualized goal orientation were significantly associated with effective 
decision-making scores only for adolescents with ASD in this study, we suggest that 
the decision making of adolescents with ASD may be particularly subject to various 
cognitive and motivational influences relative to the broader IDD group. This holds 
importance for identifying ways in which we can support adolescents with ASD by 
increasing their awareness of adaptive goal priorities.

In our studies, we have also found individuals with IDD to show an overreliance 
on other-dependent decisions (e.g., Khemka et  al., 2009) that consist of seeking 
support or help from someone as opposed to independent decisions aimed at actively 
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confronting and addressing a decision problem situation. This type of decision mak-
ing might be related to their feelings of learned helplessness and/or outer- 
directedness and therefore a tendency to rely more on others’ ideas than their own.

 Applications of Pathways Model of Decision Processing

In our Pathways Model of Decision Processing (introduced in Chapter 6  of this 
volume), the four alternative pathways for decision processing are highlighted in the 
upper part of the model in Fig. 11.2 with a different colored line for each pathway. 
In outlining the possible pathways of decision processing that individuals with IDD 
could follow, we provide for a range of ways in which an individual with IDD can 
adapt to respond optimally to a decision situation. In Fig. 11.2, the base section of 
the model, which has been the focus of this chapter up until now, is left in shadow 
so that we can focus on the pathways.

Pathway 1 (blue line) is the intuitive pathway that is applied with little effort for 
most everyday decisions. Pathway 2 (green line) is the deliberative pathway that is 
typically applied for serious decisions with long-term consequences. Pathway 3 
(yellow line) involves a shift from intuitive processing to deliberative processing 
when self-regulatory mechanisms (shown in the light blue circle) detect a need for 
a more careful, deliberative process. Finally, Pathway 4 (magenta line) begins with 
deliberative processing which can change over time, with repeated practice in a 
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specific domain so that, eventually, decisions in that domain can be made quickly 
using an intuitive process to retrieve the familiar decision action from memory. 
Drawing upon the research reviewed in this chapter, examples of how these path-
ways might be utilized by individuals with various types of IDD are presented 
below. While there is no one best way to tackle any decision situation, the model 
allows for exploring pathways of decision processing, and potential difficulties in 
reaching an effective decision outcome, that can help explain gaps and limitations 
in an individual’s repertoire of decision-making skills.

 Autism Spectrum Disorder

In decision situations requiring decisions under time pressure, or unexpected or 
rapidly changing contexts as in social interactions, individuals with ASD might find 
it difficult to make quick-paced, intuitive (Pathway 1) decisions due to their need to 
have control over changing events. They might also feel anxious or confused if 
rushed to make an on-the-spot decision because of their preference for considering 
all details and a desire to maintain consistency with previous experiences and for-
mally learned rules (Allman et al., 2005; Baron-Cohen, 2006; Brosnan et al., 2016). 
Since individuals with ASD tend to interpret events in very concrete terms and 
remain detail oriented, they might find Pathway 1’s intuitive processing hard to rely 
upon, especially when they have to actively hold and process all the information 
they need to access in a given time, as in time-pressured or urgent decision making. 
Also, since individuals with ASD tend to be inflexible in their thinking, they might 
spend undue time comparing a given decision situation with past situations for simi-
lar details, etc. getting lost in the process. This can result in them searching memory 
extensively for similar experiences to use as a model and getting stuck (i.e., locked 
up in their decision thinking; Luke et al., 2012) and unable to easily move forward. 
These difficulties in their intuitive decision processing, especially under pressure or 
stress, can also present an obstacle in utilizing Pathway 3, but can be overcome with 
self-regulatory or self-inhibitory prompts that allow a transition to a more delibera-
tive process of decision making where their ability to access and take in long-term 
information and use that information to formulate a definitive response can be 
advantageous.

Given that there is a strong preference among people with ASD to rely on sys-
tems that are highly lawful or predictable, they are likely to adopt a Pathway 2 style 
of processing that involves a more detail-oriented deliberative decision making. To 
encourage more spontaneity in adapting to social environments, individuals with 
ASD might benefit from being taught, perhaps through use of behavioral skills 
training methods (see Uher et al. chapter in this volume), to utilize Pathway 4, if 
possible, where through practice, an initially taught and practiced decision response 
becomes more spontaneous and intuitive over time. Accurate mental representations 
of social situations, indicating a varied set of uncertainties in the social domain, 
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could be taught. Through repeated consideration these learned representations may 
serve as formal rules or social conventions to rely upon when navigating fluctuating 
social environments. To learn to deal with the unexpected is addressing the very 
core deficit in ASD linked to incomplete understanding of social situations and 
inflexibility to adjusting with change (Gomot & Wicker, 2012).

 Intellectual Disabilities

The selection of a pathway depends on the type and complexity of the decision 
problem. Decisions made intuitively or those derived from gist interpretations based 
on past experiences draw upon memory functions. This can be particularly chal-
lenging for individuals with ID who might encounter not only memory difficulties 
but also may be prone to making faulty interpretations based on their past experi-
ences with decision making which might have been problematic. With a high likeli-
hood of having acquired rigid patterns of learned helplessness and other-dependent 
or avoidant decision making or low confidence in one’s ability to make decisions 
due to limited successes in past decision making, it is plausible that many individu-
als with ID will approach decisions along Pathways 1 and 4, but their decisions may 
not be effective due to past learned responses that were faulty or incomplete. Further, 
individuals with ID might find decision processing on Pathway 3 difficult due to 
their overall poor inhibitory and self-regulatory skills, where, in the absence of sys-
tematic training, a shift from original intuitive processing to more deliberative deci-
sion making might not proceed in a predictable manner or get initiated on time with 
a decision situation. More complex decisions requiring a thorough search of avail-
able alternatives and careful evaluation of consequences due to their importance, for 
instance, decisions in health care or finances, might require a more deliberative 
approach as in Pathway 2. Due to the cognitive demands of this type of reasoned, 
analytic processing, individuals with ID might require supports to fully execute this 
deliberative pathway of decision processing. Empirical studies have shown that sys-
tematic decision-making strategy instruction can improve preparation for approach-
ing decision making in a more planful way (see Khemka, 2000; Khemka et  al., 
2005, 2016).

For individuals with ID who have severe cognitive or communication difficul-
ties, or show extreme deficits in attention or emotional regulation, the model can 
help elucidate which specific skills or stages within a pathway should be targeted 
for supports or training. Such individual accommodations will prepare individuals 
with ID to exercise personal agency in their decision making when full independent 
participation is not feasible. By simplifying the decision process and removing cer-
tain demands for cognitive or emotional processing, individuals with severe limita-
tions due to ID might acquire simplified decision rules that, when learned and 
rehearsed, can develop into an adaptive intuitive response. In the context of highly 
pressured situations or those involving risk to personal safety, such decision rules 
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might be particularly beneficial. The use of behavioral skills training methods might 
be particularly effective in such contexts.

 A Singular Disorder: Williams Syndrome

Individuals with Williams syndrome (WS) tend to have well-developed language 
skills and demonstrate a hyper-social personality trait that makes them overfriendly. 
Given underlying cognitive functioning deficits, individuals with WS are likely to 
face general limitations in cognitive aspects of decision making, although a main 
source of difficulty would likely relate to impairments with emotion regulation and 
elevated levels of anxiety (Dykens, 2003; Leyfer et al., 2006). Given their dominant 
social phenotype and greater likelihood of acting on impulse and being overly spon-
taneous (related to a desire to be friendly), they are likely to be swayed by exagger-
ated emotional impulses during decision processing, particularly in interpersonal 
situations involving both known and unknown people (i.e., strangers). This natu-
rally inclines them to lean toward an intuitive style of decision processing, such as 
in Pathway 1, but with anticipated difficulties due to their emotional personality and 
tendency for increased social engagement (see Jarvinen et al. 2013). With height-
ened approach tendencies toward strangers as some of the core features of the WS 
social phenotype, intuitive decisions might be overly biased toward satisfying pro-
social goals. Moreover, Jarvinen et  al. (2013) state that, “the social behavior of 
individuals with WS is however often inappropriate and is accompanied by marked 
deficits in social skills, such as difficulties in social adjustment, social judgment, 
with an inflexible, repetitive, and pragmatically insensitive social repertoire” (p 3). 
In regard to this unique social-behavioral profile combined with difficulties with 
response inhibition (Menghini et al., 2010), rapid, automatic decision processing 
might be problematic for individuals with WS as many aspects of the decision 
would need to come together all at once. Pathway 3-type processing where intuitive 
mechanisms are deliberately slowed down for a more reasoned consideration of a 
decision might be more adaptive in the long run and could serve as a useful training 
goal for individuals with WS.

 Attention Deficit Hyperactivity Disorder

Decision-making difficulties in adults with ADHD appear to be particularly evident 
in situations requiring a high level of cognitive control, which is likely to lessen 
efficiency with deliberative processing of information as indicated in Pathway 2. 
Pervasive impairments in EF often found in adults with ADHD could make follow-
ing Pathway 2 a challenge for them. Monitoring of initial affective input and 
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shifting toward a more reasoned, thought-out mode of information processing 
would require effective regulatory mechanisms, such as working memory or 
response inhibition, which have been found to be impaired for individuals with 
ADHD (Mäntylä et al., 2012). It is therefore predicted that people with ADHD will 
most automatically draw upon decision processing in ways that are consistent with 
Pathway 1 mechanisms, relying more on their affect or intuition. Further, decision- 
making in this group may be mediated by problems in reward processing and delay 
aversion, resulting in a higher motivation to be impulsive or risk-taking in favor of 
immediate, short-term gains as opposed to larger long-term gains. This suggests 
possible difficulties with affective/experiential processing in Pathway 1, with 
greater chances for dysregulated and impulsive decision making. Over time, with 
training and supports, the integration of both affective/experiential and deliberative/
analytic processing systems can be better coordinated, possibly resulting in greater 
decision-making proficiency (Kahneman, 2003; Peters et al., 2007).

 Conclusion

The literature reviewed in this chapter extends our awareness and understanding of 
decision-making abilities and profiles of persons with IDD and the types of con-
straints that might limit an individual’s decision-making capabilities. In recent 
years, a growing body of research has expanded understanding of decision-making 
difficulties experienced by individuals with IDD, to noncognitive factors that can 
profoundly influence decision outcomes. The early sections of the chapter draw 
upon the base components of the Pathways Model to organize and analyze the 
sources of these constraints, by looking at key roles of cognition, motivation, and 
emotion in decision making, along with a myriad of internal (personal) and external 
(situational/environmental) factors through a neurodevelopmental lens. Although 
much of the research reviewed was based on impersonal and laboratory decision 
tasks, the implications for interpersonal decision making are apparent and far- 
reaching. In later sections of the chapter, examples are provided of how the path-
ways might be applied by individuals with different types of IDD, including ASD, 
ID, WS, and ADHD. In addition, it lays out a framework for training considerations 
to help individuals with IDD to acquire a range of decision strategies for greater 
flexibility and effectiveness in their decision making in real-life situations. The 
chapter offers direction in identifying specific areas of weakness that would be 
important to address in intervention efforts. Finally, the chapter reveals gaps in 
research in studying decision making in real-life situations that are often ambiguous 
and unpredictable and can require integration of several influences at one time, 
making decision making for individuals with IDD more complex and demanding.
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Chapter 12
Common Sense in Persons with Intellectual 
Disabilities: The Challenge of Deciding 
to Say No to Social Manipulation

Stephen Greenspan

 Introduction

In the animal ethology literature, there is a method called “motivation analysis” 
(Lorenz, 1979), in which a particular action (e.g., a dog or bird responding in a 
friendly or aggressive manner to another animal from its own species) is explained 
as the result of the strength of two or more congruent or incongruent motivational 
factors operating together. Such a multifactor method improves behavior prediction 
in two ways: (a) few behaviors can be explained by a single motive, and (b) a slight 
shift in the balance of competing motives (e.g., fear and hostility) explains how an 
organism such as a dog can switch instantly from one behavior (e.g., non- aggression) 
to its opposite. In the human psychology literature, such an approach to explaining 
or predicting a specific action or non-action is uncommon, as there is a tendency to 
rely on a single independent variable which however powerful (an example being 
IQ) rarely predicts even a third of the variance on any given dependent variable, 
even when a strong relationship might be expected.

Three reasons for one’s inability to use IQ to predict adequately the behavior of 
someone with intellectual disabilities (ID) are the following: (a) there are other 
aspects of cognition (such as executive functions and social intelligence) that are 
imperfectly aligned with IQ and which likely have equal or greater importance in 
predicting non-academic behavior, such as most forms of decision making 
(Sternberg, 2019), (b) situational factors (such as time pressure) and personality 
factors (such as friendliness) independent of IQ play an important role and are gen-
erally not entered into the equation (Cole, 2003), and (c) individual self-regulatory 
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factors, such as emotion (e.g., greed, fear, anger) and biological state (e.g., alert-
ness, exhaustion) that vary within the ID population (and within an individual at a 
particular point in time), likely mediate the relationship between person and situa-
tion for any given person (Baumeister et al., 2007).

In this chapter, I take a whole-person (Zigler, 1973) approach to address multiple 
aspects of personality and other competence variables that play a role in the decision- 
making behavior of people with ID. The view of ID here is not as a unitary class of 
people who all have the same external personality trait, but rather as a diverse popu-
lation with considerable variability on a range of personality domains and in the 
quality of decisions about non-academic challenges. Despite the fact that people 
with ID are more at risk for making poor everyday decisions, there are some people 
with ID who generally refrain from making poor decisions, and even when someone 
with ID makes a poor decision, there likely are other occasions when the same per-
son has not done so. It is my intention in this chapter to provide an explanation for 
why I believe this to be the case.

 The Meaning and Centrality of Common Sense

The key underlying factor that is addressed in poor decision making (which I term 
foolishness) is common sense, which can be defined as awareness of obvious risk 
(Greenspan, 2009a, 2019). Within the relatively small literature on common sense 
and foolishness (and the much larger literature on wisdom), one will find almost no 
discussion of risk awareness as a factor, let alone a central one. In contrast, common 
sense in my view can be placed on a continuum, with unawareness of obvious risk 
(termed foolishness) at the low end, awareness of non-obvious risk (termed wis-
dom) at the high end, and common sense (awareness of obvious but not of non- 
obvious risk) in the middle. This developmental continuum is depicted in Fig. 12.1.

People who frequently demonstrate foolishness can, thus, be described as lack-
ing common sense, while wisdom can be described as a more advanced form of 
common sense. This formulation is different from that of Robert Sternberg (2002), 
who has written the most on these topics, as he uses all three terms—common 

Fig. 12.1 Placing common sense on a developmental continuum. (Source: Greenspan 2019)

S. Greenspan



287

sense, foolishness, and (un)wisdom—as roughly identical and does not pay special 
(or really any) attention to risk or risk awareness.

Another way of thinking about these constructs (see Fig. 12.2) is in terms of a 
hypothesized normal curve distribution as follows: a small portion (let us say 10%) 
of the population can be expected to demonstrate wisdom (awareness of both obvi-
ous and non-obvious risk), the vast majority (let us say 80%) can be expected to 
demonstrate common sense (awareness of obvious risk but not of non-obvious risk), 
while another small portion (again, let us say 10%) can be expected to demonstrate 
foolishness (unawareness of obvious risk). As described below, however, an appre-
ciation of context, biological state and task complexity also sheds light on the pos-
sibility that a person with (or without) ID could demonstrate common sense on one 
occasion but an absence of common sense on a different occasion.

An aspect of common sense that has been emphasized since it was first written 
about by the ancient Greek philosopher Aristotle is that it is an intuitive and inciden-
tally learned form of knowledge, rather than specialized expertise that can only be 
acquired through formal instruction. That is why this basic form of practical intel-
ligence is so widely possessed in the general population and why its absence in an 
individual can be concerning enough to warrant protective arrangements such as 
conservatorships and group homes.

From a public health standpoint, absence of common sense is a serious problem, 
as unawareness of obvious risk can get one into a wide range of difficulties, includ-
ing going to jail, being swindled or molested, getting into accidents, being assaulted 
or killed, becoming seriously ill, etc. The literature on decision making in econom-
ics (less so in disability) has mainly focused on the processes involved in optimal 
decisions (Szpiro, 2020) about relatively trivial matters (e.g., maximizing profits), 
with risk being conceptualized in minor ways (e.g., making less money). Common 
sense, viewed as awareness of obvious risk, has more survival value, such as avoid-
ing the worst (e.g., death) kinds of outcomes. The study of common sense thus is 
more likely to lead one to studying poor rather than optimal decisions and to focus 
on those (such as people with ID) who are more likely to demonstrate a dangerous 
absence of common sense.

Fig. 12.2 Hypothesized normal distribution of risk awareness. (Source: Greenspan 2019)
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While people who qualify as having ID (i.e., who have a full-scale IQ below 
70–75 and significant limitations in adaptive behavior) are more likely to fall in that 
category, a focus on risk obliviousness as a critical factor for people in need of for-
mal services and supports leads one away from a narrow focus on officially labeled 
ID and toward a broader focus on developmental disability (DD), or what has been 
termed ID equivalence (Greenspan et al., 2015). DD is a more inclusive class of 
brain-impaired people than is ID and incorporates many brain-based conditions that 
could be characterized as common sense deficit disorders. That is because absence 
of risk awareness (a central aspect of adaptive behavior when it is viewed as every-
day judgment) is generally more likely to identify support-needing people with 
brain-based disorders than is either below-70 IQ or deficiencies in routine activities 
of daily living (e.g., cooking, bed-making, toileting) that are so heavily represented 
in the most widely used adaptive behavior instruments (Saulnier & Klaiman, 2018).

Two broad types of risk face all of us, and these are depicted in Fig. 12.3. They 
fall roughly into practical/physical risk (such as getting run over or starving) and 
social risk (such as getting fired or incarcerated). Social risk can be broken down 
further into induced and non-induced, with induced risk occurring when one or 
more other people use pressure or deception in order to get the target of the 
manipulation to do something undesired or not in their best interest. Foolish 
action occurring in response to such inducement can be described as gullible, the 
subject of a book by this author (Greenspan, 2009a, 2009b) and something that 
has begun to be recognized as especially problematic for people with ID, as 
reflected in the fact that the Vineland Adaptive Behavior Scale (VABS) went from 
zero gullibility items in its first edition to one in its second edition to four in the 
VABS-3 (Sparrow et al., 2016).

People with ID, even the subcategory of mild ID, typically are in need of protec-
tive arrangements (conservatorships, supported living, etc.) for one primary reason: 
their increased vulnerability to being harmed by social or physical danger (Finlayson 

Fig. 12.3 Types of foolish action. (Source: Greenspan 2019)
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et al., 2010). The ability to recognize and avoid danger, especially when it is fairly 
obvious, is, as mentioned earlier, what I am calling common sense. A relative lack 
of common sense thus is central to almost all people with ID, and understanding of 
this vulnerability is a central concern to caregivers and is a major reason for protec-
tive arrangements.

 Factors Contributing to Intelligent or Unintelligent Decisions

Cognition obviously plays a major role in explaining decisions that can be described 
as intelligent or unintelligent, but it is not the whole story. A four-factor explanatory 
model, based loosely on the motivational theory of Martin Ford (1992), was devel-
oped by this author (Greenspan, 2009b, 2019) as a framework for explaining foolish 
action, i.e., behavior which fails to avoid or deal effectively with social or practical 
risk. Here it is used specifically as a framework for explaining decision making.

A linear action model is depicted in Fig. 12.4. In this model, foolish action is 
viewed as an outcome which occurs as the result of the intersection of four broad 
factors, which come together at a moment in time and which in some combination 
cause a person to act foolishly or non-foolishly (i.e., with common sense). The four 
factors each could be subdivided further, so it should be understood that these are 
broad- based and include many possible sub-factors. One of the four factors (situa-
tion) is external to the actor, while the other three factors (cognition, affect/state, 
and personality) are internal to the person. The weight to be attributed to each factor 
varies according to each specific act and each actor, so for a given instance of behav-
ior some factors may be very strong while the remaining factors may provide a 
weak, nonexistent, or countervailing influence.

In most instances, fewer than four factors may be involved in motivating a spe-
cific foolish act; there may even be some forces that are very weak or actually work-
ing in the opposite direction. In such a case, a foolish outcome is less predictable 
than it would be where all four factors are present, strong, and all pointing in the 
same direction. Of course, we generally do not know all of the factors or their 
strengths operating on an individual at a given moment in time and thus cannot 
effectively quantify these factors. At this point we can mainly use the model descrip-
tively, to do post hoc analyses (behavioral autopsies) of foolish or non-foolish acts.

Fig. 12.4 Explanatory model of foolish action. (Source: Greenspan 2019)
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 Situation

The first prong, “situation,” is the problem posed to the actor, which they have to 
deal with, either successfully or unsuccessfully. Situations vary in terms of their 
complexity and the extent to which they pull or push the actor toward or away from 
acting foolishly. As unawareness of obvious risk is central to my theory of foolish 
behavior, the situation must contain some degree of risk, although the degree of 
obviousness can of course vary from one situation to another. Aspects of a situation 
that create or ameliorate stress, including the presence or absence of others who 
encourage (eggers on) or reduce (support persons) incompetent behavior, are impor-
tant factors in explaining foolish action, especially in those (such as children or 
adults with ID) who rely heavily on others for guidance.

 Cognition

This is the collection of general and specific knowledge, thinking, and language 
skills that an individual brings to the risky situation and which enables them to fully 
recognize or evade the risks facing them. Although cognition traditionally has been 
identified as another word for intelligence, it has long been understood (Anastasi, 
1983) that full-scale IQ scores mainly tap academic potential, while there are other 
largely independent content aspects of intelligence, such as practical intelligence 
and social intelligence. Social intelligence is especially important in the behavior of 
people with ID, as foolish behavior typically involves social functioning and it is a 
core problem for people with ID and related disorders (Thiébaut et  al., 2016). 
Although not generally termed a measure of intelligence, neuropsychological tests 
of executive functions (planning, reasoning, problem-solving cause-effect thinking, 
etc.) are being seen as in some ways excellent measures of intelligence, with par-
ticular relevance to everyday adaptive behavior (Zelazo & Müller, 2002).

 Affect/State

This refers to aspects of one’s biological self-regulatory system. Affect involves 
emotions or feelings (such as fear or anger), while state refers to one’s level of equi-
librium or disequilibrium (such as exhaustion, intoxication, or sexual arousal). 
When self-regulatory processes are non-optimal, vulnerability to foolish action is 
increased (Heatherton & Wagner, 2011; Martin & Delgado, 2011), although affect 
and state work in somewhat different ways: high affect pushing one toward acting 
foolishly, while disequilibrated state sub-factors may pull one to behave foolishly 
by reducing one’s ability to resist.
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 Personality

This refers to behavioral tendencies or needs that are relatively stable and which 
differentiate one person from another. It is typically described in terms of traits, 
such as the Big Five (Digman, 1990) while I find a needs approach, as in the Reiss 
16-Needs Profile (Reiss, 2000), to be more useful in explaining behavior. There are 
many personality variables that could affect one’s ability to make safe or unsafe 
decisions. Here are some, from the Reiss profile, that are particularly relevant to 
decision-makers who have a developmental disorder: (a) status (need to feel signifi-
cant): an important motivator for people with ID, as they typically feel very insig-
nificant; (b) social contact (need for friends): important for people with ID as they 
often are very socially isolated; (c) honor (need to follow traditional rules): impor-
tant for people with ID as they are generally able to survive by concretely following 
clear-cut rules; (d) romance (need for a love relationship): can be a major motivator 
for people who may have difficulty finding an intimate partner; (e) order (need for 
sameness): can be a motivator for people with ID who may be more likely to be 
bothered by change or uncertainty; (f) acceptance (need to feel appreciated): impor-
tant for people who are often rejected by non-disabled age-mates; and (g) tranquil-
ity (need to feel secure): important for people who are so dependent on others.

 Two Decision-Making Case Studies

To illustrate the utility of the model, and the four factors in explaining foolish or 
non-foolish acts, I have chosen to analyze two case examples (lightly fictionalized 
accounts of real incidents), both involving a person with ID confronted with a situ-
ation that contains some risk. The first of these examples depicts a decision that had 
an unfortunate outcome, while the other example depicts a decision that had a better 
outcome. My purpose in doing these analyses is partly to explain the elements con-
tributing to poor decisions by people with ID but more importantly to (a) show how 
and why decisions made by people with ID are not always poor ones and also (b) 
draw lessons regarding what could be done to help people with ID to make better 
and safer decisions. The four-factor model is thus used to explain the behaviors of 
the target individuals, but will also serve as the organizing framework in a later sec-
tion focusing on practical suggestions for improving the decisions of people with ID.

 Case 1: A Risky Dating Decision

This case involves Annie, a woman in her early 20s with mild ID who lives alone in 
an apartment provided by a public agency. Annie mainly gets informal drop-in sup-
port from her mother, who lives in the same city. The agency funding the apartment 
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had cut back substantially on their monitoring of Annie, in part because she was 
doing well, but also because the young woman resented what she considered their 
snooping and told them she did not want their services. In the same apartment build-
ing there was living a 30-year-old man named James who took an interest in Annie 
and started asking her out. James did not have a developmental disorder, but he had 
been arrested a few times. Annie had never dated and very excitedly told her mother 
about James. The mom had serious reservations, but she decided to stay out of it, as 
she did not want to squelch her daughter’s happiness. That changed later when a 
serious problem emerged.

During the few weeks before Annie’s mother called the police, consensual sexual 
activity between James and Annie (who had been fitted at her mother’s urging with 
a birth control device a year earlier) took place. But the main problem that emerged 
was financial. Annie had a bank card tied to an account with a balance of around 
$2000 and James managed to drain all of it, both by making her pay for meals for 
him as well as others and also by soliciting daily cash payments, which he told her 
were a requirement for him to be her boyfriend. The police decided against arresting 
James, as Annie was of legal age and there was insufficient evidence of physical 
coercion. But the mother moved Annie back into her home, ordered her to end the 
relationship with James, and discouraged discussion of any further out-of-home 
placements.

When using the four-factor model to deconstruct a foolish or non-foolish act, it 
is essential to address a specific micro-decision. There are several such micro- 
decisions by Annie that could be addressed within the context of this story: agreeing 
to go on a date with James, agreeing to have sex with him, agreeing to let him use 
her bank card for meals and other purchases, and agreeing to pay him to be her 
boyfriend. With regard to the first two (dating and sex), I do not necessarily consider 
those acts foolish, as adults with ID have a right to date as well as have sex and 
showing poor judgment in picking a romantic partner is hardly limited to people 
with ID. Furthermore, one would need information about the specific tactics used by 
James to get Annie in bed with him, and such information is lacking.

The main foolishness here, at least for purposes of my analysis, involves Annie’s 
agreeing to allow James to use her bank card for purchases and to pay for his com-
panionship, in the process depleting all her savings. While more micro knowledge 
here would also be helpful (e.g., about the exact words James used to convey the 
boyfriend subsidy idea), the practice is so outside the norm (except perhaps for 
gigolos or mistresses kept by very rich people) that an analysis of the action is 
impossible without knowing all the details.

At least two situational sub-factors contributed to this unfortunate outcome. The 
first one is that Annie was living in an apartment by herself and with essentially no 
official supports. This made it possible for her to be confronted by a socially risky 
situation that she lacked the skills to navigate on her own. It is a little unusual for 
people with ID to not have a housemate, but the regional director of this agency was 
operating on the overly concrete idea that sharing a home would violate the normal-
ization principle (in fact, for most adults in the United States, living with another 
non-related person is very normal, and living alone makes many people both with 
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and without disabilities lonely and anxious). This placement, along with the pulling 
of formal supports, also reflected an overestimate of Annie’s adaptive functioning 
level, stemming from the fact that the instrument the agency used mainly tapped 
daily living skills with very incomplete assessment of her social competence (this 
has been a consistent theme of my scholarly writing for over four decades). In fact, 
Annie’s lack of common sense (recognition of obvious risk) is much more likely to 
manifest in social than in everyday practical situations. The other situational sub- 
factor operating here is that Annie had the misfortune to be courted by a man with a 
very malevolent agenda, namely, to exploit her sexually and financially. While not a 
sophisticated person, James recognized Annie’s cognitive and emotional vulnerabil-
ities and knew how to manipulate her to get his own needs met with no concern for 
her interests or well-being. If Annie had hooked up with someone with benevolent 
qualities, this story could have had a much happier ending.

The three within-person factors in the model also entered into the mix. Cognition 
played an important role, as Annie lacked an understanding that paying someone to 
be one’s boyfriend is very unusual and a major red flag indicating that one is being 
exploited. She also did not understand, apparently, the risk that her generosity 
toward James was posing to her financial solvency. Affect/state was a major con-
tributor here, particularly affect. Specifically, Annie desperately wanted to have a 
romantic partner and was afraid that if she said no to paying James, that the relation-
ship would end. Personality entered in here, as Annie has a tendency to take her cues 
from others (Switzky, 2001), and saying no to James would have been in conflict 
with that need. In sum, all three of the within-person factors were pulling Annie to 
a foolish decision and the situational factors (pressure from James, insufficient pro-
tection from caregivers) also contributed to pushing her toward a very unfortunate 
outcome.

 Case 2: Close Call with a Criminal Scheme

This case involved Peter, a man of 19, also with mild ID, who was still enrolled in 
a special education program at his high school. On weekends and weekday after-
noons, Peter would spend time in an outdoor mall where young people in the town 
would congregate. One day Peter ran into a former classmate named Andy at the 
mall. Andy asked Peter to help him teach a lesson to another young man named Stan 
who had disrespected Andy’s sister. The idea was that Peter would be the lookout 
outside Stan’s apartment, while Andy went in and slapped him around a little. Peter 
agreed with this plan after Andy told him that if he did not help he would no longer 
be his friend. Peter was not enthused about this as he was not an aggressive person 
and he had no reason to dislike Stan, a person he barely knew. But he believed the 
story about Stan mistreating Andy’s sister and he did not want to lose Andy’s friend-
ship. As they were walking up the sidewalk to the proposed victim’s home, Andy 
pulled a metal pipe out of his backpack and Peter realized that Andy planned to do 
more than slap Stan around. Peter told Andy he changed his mind and would not 
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help. Andy threatened to harm Peter if he did not help, but Peter ran away and called 
his father who immediately notified the police. As a result Peter avoided being 
involved in an assault that could very well have resulted in Stan’s death.

This scenario (a person with ID being sucked into participating in a severe assault 
against someone they had no beef with) is not uncommon. My knowledge comes 
from two or three similar criminal cases (Greenspan, 2016) I have worked on as an 
expert witness, where the assault resulted in death and the person with ID was fac-
ing the most serious of criminal penalties. In fact, Peter was very fortunate that he 
did not suffer a similar fate. Here is my analysis, using the four-factor model, 
regarding why this story took the fortunate turn that it did.

One reason why Peter made the very wise decision to abstain from the assault is 
that the situational factors were not as compelling as they might have been. More 
typically, initiators do a better job of keeping their true motives (to kill rather than 
just beat up a victim) secret until after the assault has begun, and the same is also 
true about the skill and ferocity with which they threaten the person who they lure 
into the scheme. So it is very possible that Peter (who actually started to participate 
before he got cold feet) would have become fully ensnared in the planned crime if 
the situational pressures had been more compelling. Still, there are within-person 
factors that had a lot to do with explaining Peter’s sensible decision to walk away 
from this very risky situation.

Although Peter was a person with ID, he was at the high end of the ID contin-
uum, which helped him to figure out Andy’s true intentions (severe assault and pos-
sible killing of Stan) and place the scenario in the category of activities he should 
not be involved in. Personality also contributed in two ways: (a) Peter is a kind 
person and hurting someone fundamentally violated his values, and (b) Peter is 
somewhat inner-directed and thus able on occasion to assert his autonomy in the 
face of countervailing situational pressures. Finally, as with the first case, affect/
state played a major role, but here it worked in a non-foolish direction, by moving 
Peter away from rather than toward making a poor decision. Specifically, any anxi-
ety that Peter may have felt about disappointing Andy was greatly overshadowed by 
the fear he felt at the prospect of participating in a serious crime.

 The Importance of Deciding to Say No

Much of the emphasis in the decision-making literature is on the importance of 
generating optimal solutions to problems (Kahneman & Tversky, 2000), but a theme 
of my own research program has been on the importance of recognizing and avoid-
ing the worst possible solutions (Greenspan, 2011). In terms of common sense, this 
involves saying no to courses of action (often suggested by others) that could sig-
nificantly impact, if not ruin, one’s life. While these kinds of decisions sometimes 
involve money—the focus of decision-making research in economics (see Ingersoll, 
1987)—they almost always involve other people, specifically people who have a 
malign agenda, whether trying to get ahold of your money (as in case 1 above), to 
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involve you in potential misconduct (as in case 2), or to use you for their own sexual 
or other purposes (as in both cases).

Everyone who reads this chapter, as well as all people who live with any degree 
of freedom in a community setting (including people with ID who more and more 
have such freedom), will at some point in their lives likely be required to call upon 
their common sense to say no to an unwanted and socially dangerous demand. But 
given the typically hidden nature of the true motives of malign demand-makers, the 
exercise of such common sense requires some cognitive skills (recognizing motives 
and dangers) that people with cognitive impairments are less likely than the general 
population to possess. Manipulation situations also make affective and character 
demands that can be challenging, especially to those who have less opportunity to 
assert their autonomy or who have fewer friends and thus are more susceptible to 
entreaties from someone pretending to be a friend.

It is important to consider what, if anything, can be done to decrease the likeli-
hood that someone with ID will be tempted to make such a dangerous decision and 
to protect them from the full set of negative consequences when such an action is 
taken. Such decisions may not occur very often, but it should be kept in mind that it 
takes only one flunked major decision test to move one’s life trajectory from success 
to failure or even tragedy.

 Is Common Sense Teachable to People with ID?

Training programs aimed at improving decision-making skills for adolescents and 
adults with ID have mainly utilized a social problem-solving methodology (see 
Hickson & Khemka, 2014) in which hypothetical situations are used both to assess 
and teach disengagement tactics. Khemka (2000) and Hickson and Khemka (2016) 
have had success in helping individuals with ID to utilize a stepwise decision- 
making strategy to improve self-protective decision making in hypothetical situa-
tions, but having that improved skill generalize into saying no to real-life 
manipulators is more difficult to measure or achieve.

 The Generalization Problem

As an example of the difficulty in translating advice into behavior, look at the ease 
with which typically developing children can be talked by a stranger into getting 
into their car with them, even shortly after being warned by their parents never to do 
such a thing (Hadden, 2015). In one notable case, when a child’s parent asked why 
he got in the car of a stranger (a research confederate playing the role), the child 
responded “but he was looking for his dog.” The two reasons typically given for 
why abduction prevention advice doesn’t work are: (a) the word stranger connotes 
bad person while successful abductors make an effort to come across as warm and 

12 Common Sense in Persons with Intellectual Disabilities…



296

friendly, and (b) emotion trumps cognition, as the repeated success of any cover 
story involving puppies demonstrates.

This problem of inoculating potential victims against social victimization is not 
limited to normally developing children, but can be found in neurotypical adults as 
well. As example, shortly after completing the first (and still only) comprehensive 
book on human gullibility, I learned I had been swindled by master con artist 
Bernard Madoff (Greenspan, 2009a). This caused a Canadian financial columnist to 
write “the first Greenspan, Alan, will be remembered as the economist who didn’t 
see it [financial collapse] coming while the other Greenspan, Stephen, will be 
remembered as the gullibility expert who forgot to read his own book” (Fulford, 
2008, p. 52). In my analysis of why I was hoodwinked, I used the four-factor model 
to show how situation (a very skillful scam, plus the endorsement by so many gulls), 
cognition (my ignorance of finance), personality (a trusting and compliant nature), 
and affect (greed, plus the excitement of finding an attractive investment strategy) 
all came together to derail my usual skepticism.

My reason for bringing this up is to indicate that (a) gullibility is an ever-present 
possibility for all humans, (b) no abuse-inoculation curriculum can anticipate all of 
the scenarios that manipulators will come up with to ensnare their victims, and (c) 
individual differences in personality, cognition, and affect, in combination with 
compelling situational factors, can put anyone, especially people with ID, in danger 
of being taken in by a manipulator, regardless of their performance on decision-
making analogue exercises. That said, there undoubtedly is some benefit in helping 
adolescents and adults with ID to recognize socially dangerous situations, to learn 
decisional tactics for dealing with such situations, and to buttress their willingness 
to stand up to malefactors. A more detailed account of issues of gullibility and how 
they impacts decision making and training in ID is presented in Greenspan 
et al. (2001).

 Social Decision-Making Training and the Four-Factor Model

The theory underlying the decision-making training model used by Hickson and 
Khemka (2014) bears many similarities to the four-factor model of common sense, 
especially the three within-person factors in that model. The main difference is in 
terminology, with the word motivation used by them to refer to what I term person-
ality, while the other two terms cognition and emotion (affect) are virtually identi-
cal. However, in line with the theory of Martin Ford (1992) from whom my model 
was derived, I use the word motivation to refer to all four factors working together 
and not just to one of those factors. The fourth element—situations—while 
addressed in the scenarios used as training materials, is not framed as a curricular 
focus. In a final section, in something of a nod to the paternalistic origins of this 
field, I argue that situational interventions should not be abandoned in the effort to 
keep people with ID safe from manipulation and exploitation.
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Decision-making curricula utilizing hypothetical situations understandably are 
mainly cognitive, in that they seek to improve the ability of participants to (a) rec-
ognize the manipulative aspects of depicted scenarios and (b) generate and evaluate 
tactics that can be used to deal with such scenarios. These curricula aim to neutral-
ize the emotional pull of manipulative situations through the use of group discus-
sion and stop-and-think methods, in which participants are helped to identify the 
affective obstacles to saying no and switch from an impulsive to a deliberative prob-
lem-solving mode. Finally, the curricula address the role of personality by using 
assertion training methods to strengthen the willpower of subjects and help them to 
understand that saying no is their moral and legal right.

 Conclusion: Risk Is Not Always Dignified

Robert Perske (1972) coined the expression dignity of risk when writing about what 
Bradley and Knoll (1995) termed the community revolution in disability services. 
This refers to the fact that the welcome move away from highly protective segre-
gated programs such as large congregate facilities has a downside, and that is that 
individuals with ID have become much freer to make decisions that could put them 
in harm’s way. A prime example, which occupied much of Perske’s (1972) and my 
(Greenspan, 2016) time over the past 25 years, is the problem of wrongful convic-
tion for murder based on too-easily obtained false confessions (Leo, 1996). In fact, 
my rediscovery of the centrality of gullibility in ID (Greenspan et al., 2001) grew 
out of my involvement in a case of coerced false confession to murder where the 
brain-impaired defendant, Richard Lapointe (finally freed after 26 years of wrong-
ful imprisonment), was described by a family member as “the most gullible person 
on the planet.”

In an interrogation, gullible compliance is made likely through the use of multi-
ple interrogators creating a coercive situation based on the Reid technique (a highly 
effective accusatory interrogation method relying often on false evidence to con-
vince a subject that resistance is futile), in combination with intraindividual factors, 
specifically cognition (failure to understand that one does not have to speak to police 
and that interrogations are exercises in legally sanctioned lying), personality (a high 
degree of credulity and interpersonal trust), and affect/state (terror induction com-
bined with sleep deprivation).

No amount of training is likely to prove effective in preventing most people with 
(or many without) ID from facing a real threat of being hoodwinked in such a highly 
coercive situation. So for the most serious kinds of situations, such as a police inter-
rogation (where the consequence of one’s gullibility could be life in prison), the 
only reliable intervention is situational. Specifically, it should be a rule (as it is in the 
United Kingdom) that cognitively impaired individuals can be interrogated only in 
the presence of a lawyer or other trained advocate who will ensure that the person is 
aware of their rights and understands what is happening. Another safeguard, which 
is often followed but not typically mandated, is to videotape all such conversations, 
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in order that a judge or jury can decide if incriminating statements are knowing, 
voluntary, and free of coercion.

A very large percentage of adults with mild ID living in the community do not 
have conservators or guardians, although representative payees for handling of 
social security benefits are commonplace. The methods used to evaluate whether 
someone needs a guardian are similar to adaptive behavior assessments, and as with 
such assessments, they are very heavy on practical skills (such as balancing a check-
book) but very light on social skills (such as knowing when to resist writing a 
check). Yet common sense, like its opposite (risk-oblivious action), is primarily an 
exercise of social judgment, and social judgment is critical for making potentially 
life-altering decisions. Thus, a very important situational protection against making 
poor decisions is to make certain that every person with ID who is socially vulner-
able is properly assessed and provided with a guardian or its equivalent if needed 
(Millar, 2013).

The topic of people with ID exercising common sense or its opposite in the mak-
ing of important decisions is one that opens itself to many research directions. One 
topic that seems particularly important is exploring what Reyna and Zayas (2014) 
termed the neuroscience of risky decision making. Specifically, much remains to be 
learned about the way in which the brain impairments of people with ID and related 
disorders restrict them when they make potentially dangerous decisions. One hoped- 
for outcome of such research would be to shed light on how people with ID could 
be helped to best exercise the common sense that they already possess.
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Chapter 13
Judgment and Decision-Making Paradigms 
in Adolescents and Adults with ADHD 
and Associations with Cognitive Abilities

Rachael E. Lyon, Elizabeth A. Wanstall, and Maggie E. Toplak

Attention-Deficit/Hyperactivity Disorder (ADHD) is a heritable neurodevelopmen-
tal disorder characterized by levels of inattention, impulsivity, and hyperactivity 
that cause clinically significant impairment across settings (American Psychiatric 
Association, 2013). Numerous adverse health outcomes are related to ADHD (Nigg, 
2013) as well as impairments related to life domains including occupational func-
tioning and management of money (Barkley, 2015). Individuals with ADHD tend to 
be more likely to engage in risky driving, substance abuse, gambling, and sexual 
risk-taking [see Pollak et al. (2019) for a review]. Many of the behaviors related to 
these potential negative outcomes implicate judgment and decision-making (JDM) 
skills. Clinical characterizations of ADHD implicate difficulties in decision making, 
which may underlie why many of these individuals report difficulties with achiev-
ing goals (Barkley, 2006; 2015). The idea of “smart people doing foolish things” 
has progressed from a folk psychological concept to an area of study grounded in 
empirical research in decision making (Stanovich, 2009b; Sternberg, 2002), with 
particular relevance to clinical populations such as those with ADHD. There has 
been an emerging distinction between cognitive abilities (such as intelligence and 
executive functions) and JDM skills in the cognitive science literature (Stanovich, 
1999; Stanovich, 2009b), which provides a useful framework for understanding 
judgment and decision making in ADHD.

ADHD is one of the most common and costly neurodevelopmental disorders 
(Doshi et al., 2012; Polanczyk et al., 2007). It is a disorder with marked heterogeneity 
across multiple levels of analysis (Castellanos & Tannock, 2002) as well as 
heterogeneity across several cognitive and neuropsychological functions (Coghill 
et  al., 2018; Lambek et  al., 2010; Nigg et  al., 2005; Sonuga-Barke, 2002; 2005; 
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Sonuga-Barke et  al., 2008; Willcutt et  al., 2005). In these studies, it has been 
reported that only a small proportion of those categorized as having ADHD 
demonstrated a deficit on any one neuropsychological task. The empirical study of 
JDM in ADHD provides new perspectives and paradigms to measure the 
heterogeneity of behaviors in individuals with ADHD, especially to operationalize 
behaviors that implicate poor choices and decisions. These conceptualizations are in 
keeping with the notion that real-life decision making involves choices that are 
based on expected but uncertain rewards and penalties and that optimal choices are 
based on well-considered strategies. As such, it seems plausible to assume that 
impaired decision making may reflect some of the difficulties often clinically 
described in ADHD (Barkley, 2015), such as impulse control problems (Morgan 
et  al., 2006). In particular, temporal discounting (de Castro Paiva et  al., 2019; 
Doidge et al., 2021; Jackson & MacKillop, 2016; Patros et al., 2016) and risky deci-
sion making (Dekkers et al., 2016) have been the most well-studied paradigms in 
children, adolescents, and adults with ADHD.  Temporal discounting involves 
choosing between immediate and delayed rewards, and risky decision making 
involves choices between uncertain rewards and risks.

Given the complex heterogeneous neuropsychological profiles of individuals 
with ADHD, it is important to consider the contribution of various cognitive abilities 
to JDM difficulties identified in this population. Several studies have demonstrated 
that JDM tasks correlate positively with cognitive abilities, such as intelligence and 
executive functioning, in both clinical and non-clinical samples (Shamosh & Gray, 
2008; Stanovich, 1999; Stanovich, 2009b; Stanovich & West, 2008; Toplak et al., 
2011). These positive associations are likely due to the fact that many cognitive 
processing requirements (e.g., nonverbal reasoning, inhibition, interference control, 
working memory) are needed to generate alternative solutions to support decision-
making performance. However, the size of these associations varies depending on 
the JDM skill under study (Stanovich & West, 2008), suggesting that JDM skills are 
conceptually and measurably separate from other cognitive abilities (Stanovich, 
2009b). In fact, correlations between JDM skills and certain cognitive abilities are 
generally small to modest for temporal discounting and risky decision-making tasks 
based on a meta-analysis and empirical review of these literatures that include both 
clinical and non-clinical samples (Shamosh & Gray, 2008; Toplak et  al., 2010). 
Therefore, it is important to understand the associations between JDM skills and 
cognitive abilities in individuals with ADHD to characterize these domains of 
competence and to further understand the cognitive heterogeneity of individuals 
with ADHD.

ADHD is not considered an intellectual or developmental disability (IDD), like 
autism spectrum disorder (ASD). However, ADHD, like ASD, is classified as a 
neurodevelopmental disorder. Neurodevelopmental disorders are first present in 
childhood and often persist into adulthood. ADHD is important to consider in the 
context of IDD given the symptom overlap and high rates of co-occurrence of 
ADHD and ASD across the life span (e.g., Hartman et al., 2016; Panagiotidi et al., 
2019; Zablotsky et al., 2020). Although previous studies have found that ASD is 
separate and distinct from ADHD, the core symptoms of attentional difficulties, 
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impulsivity, and hyperactivity are often part of the autism phenotype (Mayes et al., 
2012). After the publication of DSM-5, the diagnoses of ASD and ADHD are no 
longer mutually exclusive, and many individuals are given both diagnoses when 
warranted. Furthermore, ASD and ADHD share many similar impairments in 
developmental and cognitive domains (e.g., executive functions, pragmatic language 
difficulties; Leitner, 2014). Evidence from neuropsychological and neuroimaging 
studies also suggests common structural brain abnormalities that are shared in those 
with ASD and ADHD (Dougherty et al., 2016; Jacobs et al., 2021; Lukito et al., 
2020). ASD and ADHD are both highly heritable neurodevelopmental disorders, 
and genetic factors account for 70% to 80% of the phenotypic variance of each 
disorder (Faraone et al., 2006; Freitag et al., 2010). As such, we aim to provide a 
review of the research on the association between JDM skills and cognitive abilities 
in individuals with ADHD in this chapter, with consideration of whether these JDM 
constructs have also been implicated in understanding IDDs, such as ASD.

 JDM Paradigms in ADHD

Considering the complexity of clinical difficulties related to decision making that 
have been reported in children, adolescents, and adults with ADHD (Pollak et al., 
2019), some relevant JDM paradigms from the cognitive science literature have 
been studied in this population. In particular, temporal discounting (Doidge et al., 
2021; Jackson & MacKillop, 2016; Patros et al., 2016) and risky decision making 
(Dekkers et al., 2016) have been the most well-studied paradigms in adolescents 
and adults with ADHD.

 Temporal Discounting-Related Paradigms

One of the JDM paradigms that are commonly studied in individuals with ADHD is 
temporal discounting. In temporal discounting tasks, individuals are asked to make 
several choices between smaller immediate rewards and larger delayed rewards, 
where length of delay and size of reward are systematically varied in order to map 
an individual’s preferences. If individuals tend to attribute less value to larger 
delayed rewards in the future when presented with these choices, they are considered 
to temporally discount (Shamosh & Gray, 2008). For example, participants may be 
offered the choice between receiving $10 today and $15 in a month’s time. Given 
this choice, many people may choose the option of $10 today. Though the larger 
$15 in a month option may be in our best long-term interest, people often “discount” 
this choice because temporally it is too far off. Ainslie (2001) describes how an 
exponential function is more optimal than a hyperbolic function with respect to 
patterns of choices that take into account the value of a reward over time. That is, it 
is expected that over time individuals will attribute less value for a fixed reward 

13 Judgment and Decision-Making Paradigms in Adolescents and Adults…



304

amount, but many individuals tend to discount too steeply, which explains why 
hyperbolic functions tend to better fit individual’s preference patterns than 
exponential functions (Ainslie, 2001; Green et al., 1997; Johnson & Bickel, 2002; 
Myerson et  al., 2003; Rachlin et  al., 1991; Robles & Vargas, 2007). The most 
common dependent measures to assess degree of temporal discounting are the 
k-value (Mazur, 1987), area under the curve (Myerson et al., 2003), and indifference 
point (Critchfield & Kollins, 2001). In the field of JDM, prudent temporal discount-
ing has been defined as an indicator of rational thinking, based on scoring partici-
pant’s choices on items where the rate of return warrants selecting the larger delayed 
reward (Basile & Toplak, 2015; Stanovich, 2009b; Stanovich et al., 2016).

Similar variants of the temporal discounting paradigm have also been studied, 
including delay of gratification and delay aversion paradigms. The core difference 
is that delay of gratification and delay aversion paradigms require participants to 
actually wait out the complete delay time of the trial in order to get their reward and 
continue onto the next trial. The difference between “choosing only” (i.e., temporal 
discounting) and “choosing and waiting” (i.e., delay of gratification and delay 
aversion) makes these tasks somewhat different experimentally and conceptually 
(Stanovich, 2011). Specifically, temporal discounting paradigms index prudent 
discounting of the future, but delay of gratification and delay aversion paradigms 
have the additional requirement of utilizing self-control skills to resist the immediate 
reward and/or tolerating the delay. In addition to the difference between choosing 
and choosing and waiting, the task instructions and task set-up of the delay of 
gratification task also make the benefits of waiting more salient and concrete to the 
examinee (Toplak et al., 2016). While the salient and concreteness of instructions 
for the delay of gratification task may have been designed to make this task as 
concrete and understandable as possible to 3-5-year-olds who were first administered 
this task (Mischel & Ebbesen, 1970), the task instructions that explain the waiting 
component of this task may provide explicit cues to the participant that the delayed 
reward is worthwhile (Toplak et  al., 2016). Across all of these paradigms, the 
selection of the larger delayed rewards is typically scored as more optimal (Basile 
& Toplak, 2015).

In the ADHD literature, the delay aversion hypothesis has been used to charac-
terize the consistent observation that children with ADHD tend to prefer the smaller 
immediate reward over the larger delayed reward (Sonuga-Barke, 1994, 2002; 
Sonuga-Barke et  al., 1992). The Choice-Delay Task is a  common task (C-DT; 
Sonuga-Barke et al., 1992). In the classic version of this task, participants are told 
that they will play a game where they must earn points, which will then be exchanged 
for nickels at the end. They must choose between two shapes, labeled as “1 point” 
and “2 points,” which are then followed by a pre-reward delay of two or 30 seconds, 
respectively. They are given 20 trials with no time limit. Within the delay aversion 
conceptualization, a similar distinction has been made between choice impulsivity 
(temporal discounting) and alternative indices of delay aversion (delay of 
gratification). In particular, Paloyelis et  al. (2009) compared choices on delay 
paradigms in a large sample of children using a post-reward delay condition and a 
no post-reward delay condition. Membership in the group with extreme inattention 
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ratings was significantly associated with choices in both conditions, but the lack of 
differences across these conditions may have been attributable to the fact that these 
conditions were a within-subject manipulation instead of a between-subject 
manipulation. Delay discounting or temporal discounting tasks have also been 
examined in adults with ADHD (Hurst et al., 2011). Although the exact format can 
vary, all of these tasks involve having participants make choices between two 
monetary amounts at different delay periods: (1) an amount that is immediately 
available that changes with each trial and (2) a fixed, unchanging amount after 
a delay.

When comparing individuals with ADHD to those without ADHD, it has gener-
ally been found that they make more choices for immediate rewards on temporal 
discounting, delay aversion, and delay of gratification tasks based on empirical 
reviews and meta-analyses of this literature (Doidge et  al., 2021; Jackson & 
MacKillop, 2016; Patros et  al., 2016). These differences have primarily been 
explained by the delay aversion hypothesis in ADHD, which predicts their response 
to delay-related situations based on alterations in signaling of delayed rewards and 
an acquired motivational attitude to escape or avoid when possible (Sonuga-Barke, 
1994; Sonuga-Barke et  al., 2008). In addition to behavioral differences on these 
tasks, more recent work in neuroimaging supports differential brain activation 
during these tasks in individuals with ADHD in regions such as the amygdala and 
the dorsolateral prefrontal cortex (Van Dessel et al., 2018). While many or most of 
these studies have been conducted in children with ADHD (see Patros et al., 2016 
for a review), several studies have also been conducted with adolescents and adults 
with ADHD.

Adolescence
One meta-analytic review on temporal discounting-related paradigms reported a 
medium effect size for this age group, indicating that adolescents with ADHD tend 
to prefer immediate smaller rewards over larger delayed rewards (Patros et  al., 
2016). That said, some studies have not shown any differences in temporal 
discounting choices between adolescents with ADHD and non-ADHD controls 
(Chantiluke et al., 2014; Scheres et al., 2006; 2010). Some have suggested that these 
inconsistent findings may be due in part to variations in features of the tasks used, 
such as using variable rather than fixed delays and using hypothetical rather than 
real rewards (Chantiluke et  al., 2014). When looking at age effects, Patros et  al. 
(2016) found that the effect size for children and adolescents with ADHD’s 
preference for small immediate rewards was nearly equivalent, suggesting that 
differences in temporal discounting preferences persist into adolescence.

Adulthood
In adulthood, studies examining temporal discounting for individuals with ADHD 
have produced mixed results. Mowinckel et al.’s (2015) meta-analysis reported no 
significant differences between adults with and without ADHD on temporal 
discounting tasks. However, several other studies have shown that symptoms of 
ADHD in adulthood are related to performance on temporal discounting tasks, such 
that higher symptoms of ADHD in adults are related to a preference for smaller 
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immediate rewards (Hurst et al., 2011; Scheres et al., 2008; Taylor et al., 2017). 
Additionally, another meta-analytic review found that developmental level (i.e., 
whether participants were over or under 18 years of age) was not a significant 
moderator of performance on temporal discounting tasks, indicating that individuals 
with ADHD across the life span continued to have difficulty on these tasks (Jackson 
& MacKillop, 2016). As such, preference for immediate over delayed rewards in 
temporal discounting likely persists in a subset of individuals with ADHD across 
the life span. While these findings overall seem mixed, this may also reflect greater 
heterogeneity in performance patterns on temporal discounting tasks, especially in 
adults with ADHD.

Influencing factors
In addition to developmental period, there are other factors that have been suggested 
to play a role in temporal discounting abilities in individuals with ADHD. First, 
participant characteristics have been considered, such as sex differences and comor-
bidities. In a meta-analysis by Doidge et al. (2021), they found that females with 
ADHD preferred smaller immediate rewards on tasks of temporal discounting more 
often than males with ADHD. Other factors such as task type, age, and reward types 
did not significantly predict these sex differences. Some studies have also investi-
gated the role of comorbid disorders, such as oppositional defiant disorder (ODD), 
but Antonini et al. (2015) found that ODD symptoms were not a significant predic-
tor of temporal discounting performance. Second, task characteristics have also 
been examined as potential influencing factors for temporal discounting abilities in 
individuals with ADHD. For example, in a review by Utsumi and Miranda (2018), 
they found that temporal discounting tasks that used hypothetical rewards were 
more commonly used in children with ADHD than tasks with real rewards. However, 
they found that both these types of tasks displayed comparable findings for children 
with and without ADHD.

 Risky Decision-Making Paradigms

Individuals with ADHD have been documented to engage in more risk-taking than 
individuals without ADHD, including elevated rates of substance use, risky sexual 
behaviors, criminal activities, gambling problems, and risky driving (Faregh & 
Derevensky, 2011; Flory et al., 2006; Jerome et al., 2006; Lee et al., 2011; Pratt 
et al., 2002). Given these risk-taking behaviors in ADHD samples, risky decision-
making tasks provide a useful operationalization to characterize these tendencies.

Relying on the probabilistic nature of risk-taking behavior, some researchers 
have developed laboratory-based probabilistic decision-making tasks to operation-
alize risk-taking behaviors (Schonberg et al., 2011). A popular laboratory procedure 
used for studying risk-taking in ADHD involves gambling tasks, where subjects are 
asked to choose between no risk and risky alternatives. Participants are typically 
offered the choice between options that differ in magnitude and probability of gains 
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and losses. From a decision theory perspective and expected utility framework, the 
expected value of a risky alternative comprises its subjective potential payoff 
weighted by its probability. A rational decision-maker should opt for the alternative 
with the highest expected value (Schonberg et al., 2011). Generally, making choices 
that result in a high probability of a large loss is indicative of risky decision making. 
Individual differences in risky decision making performance have been examined in 
typically developing adults (Steingroever et al., 2013) but also extensively in clini-
cal samples (see Toplak et al., 2010 for a review), demonstrating that many clinical 
samples display more risky decision making than non-clinical participants.

Several different paradigms have been used to assess risky decision making in 
ADHD samples (Dekkers et al., 2016). The Iowa Gambling Task (IGT) is among 
the most commonly used laboratory gambling tasks (Bechara et al., 1994). In the 
IGT, participants are asked to collect as much money as possible by choosing cards 
from one of four decks (A, B, C, or D). The amount of money won or lost 
systematically varies between decks. For example, decks A and B represent 
disadvantageous choices that result in overall loss, while decks C and D represent 
advantageous choices that result in overall gain. The Cambridge Gambling Task 
(CGT) from the Cambridge Neuropsychological Test Automated Battery (CANTAB) 
is also used to assess risky decision making. The CGT uses two different conditions: 
ascending, where the subject must wait to make larger bets, and descending, where 
larger bets can be made quickly. On each trial, participants are presented with an 
array of ten boxes, colored red or blue, and the participant must guess which color 
conceals a token. On the Balloon Analogue Risk Task (BART), participants are told 
that they will have the opportunity to win money by inflating balloons on a com-
puter screen without popping them. Participants may choose to stop pumping and 
collect the money earned from the trial at any time. Since each pump increases the 
risk of the balloon popping, resulting in loss of money, greater numbers of balloon 
pumps indicate greater levels of risk-taking. Across all of these tasks, participants 
are asked to make multiple choices that over the course of the task may result in an 
overall gain or loss. Dekkers et al. (2016) conducted a meta-regression analysis of 
37 studies and reported that individuals with ADHD displayed riskier decision mak-
ing than controls across decision-making paradigms. The effect size of these effects 
ranged from small to medium. While many of these studies have been conducted 
with children who have ADHD, some studies have also been conducted with ado-
lescents and adults with ADHD.

Adolescence
Of the few studies that have been conducted in adolescent samples, the available 
research suggests that adolescents with ADHD tend to make riskier choices on risky 
decision-making tasks than adolescents without ADHD. Five studies have exam-
ined adolescent populations using the CGT, IGT, or the BART.  In most of these 
studies, adolescents with ADHD were consistently reported to make riskier choices 
on the laboratory gambling tasks than adolescents without ADHD (Ernst et  al., 
2003; Hobson et al., 2011; Toplak et al., 2005), with the exception of one study 
(Weafer et  al., 2011). On the CGT, adolescents with ADHD were found to risk 
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smaller sums and chose the unfavorable condition more frequently than non-ADHD 
controls but had the same speed of decision and risk adjustment (Kroyzer et al., 
2014). One interpretation offered by Kroyzer et al. (2014) is that this conservative 
behavior indicates that adolescents with ADHD tend less toward risk-taking in gen-
eral; however, they acknowledge that this interpretation seems at odds with evi-
dence indicating that ADHD is associated with risk-taking behavior. Alternatively, 
authors suggest that participants with ADHD might have been less confident in their 
initial choice and consequently decided to risk smaller bets. The ability to make 
long-term advantageous choices increased with age in typically developing adoles-
cents (Crone & van der Molen, 2004); however, adolescents with ADHD tend to be 
more likely to make more risky choices on these tasks.

Adulthood
Mowinckel et al. (2015) conducted a meta-analysis of 59 studies examining deci-
sion making and attention in adults with ADHD. Only nine of these studies specifi-
cally assessed risky decision making. The results indicated decision-making 
differences between adults with ADHD and non-ADHD controls, reporting a small 
effect size for risky decision making (Hedge’s g = 0.226). The small effect size for 
risky decision making is not surprising given the results of a prior meta-analysis 
(Groen et al., 2013), which indicated risky decision-making differences in children 
with ADHD but not in adults with ADHD.

Influencing factors
Participant and task characteristics have been identified as influencing factors for 
understanding risky decision-making performance. Participant characteristics have 
included comorbid conditions, age and sex differences, and task characteristics, 
such as feedback and reward contingencies.

In the study of risky decision making, the presence of conduct disorder (CD) and 
oppositional defiant disorder (ODD) have been examined as relevant comorbidities. 
Externalizing symptoms may increase risky choices in individuals with ADHD, 
such as ODD (Luman et  al., 2010). Dekkers et  al. (2016) demonstrated that 
disruptive behavior disorders (DBD) had a significant moderating influence on risky 
decision making, as individuals with ADHD and comorbid DBD tended to take 
more risks than individuals with ADHD alone. Hobson et al. (2011) demonstrated 
that although adolescents with ADHD and comorbid ODD/CD made riskier choices 
than adolescents without ADHD, ODD/CD symptoms were independently related 
to risky decision making, while ADHD symptoms were not.

Many studies have examined the effect of age on risky decision making in 
ADHD. Goren et al. (2013) conducted a literature review of 14 studies and reported 
that children and adolescents with ADHD made riskier choices on risky decision-
making tasks than controls, but that no differences were obtained in adults. In con-
trast, the Dekkers et  al. (2016) meta-regression of 37 studies reported that 
developmental level (less than 12 years of age, 12–18 years of age, or over 18 years 
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of age) did not have a significant impact on findings, suggesting that individuals 
with ADHD tend to make riskier choices on laboratory tasks regardless of age.

In addition to these developmental considerations, there is evidence to suggest 
that reinforcement contingencies may operate differently in ADHD than controls 
(Luman et al., 2005). It was reported in a follow-up study that boys with ADHD 
were unaffected by frequency and magnitude of reward relative to typically 
developing controls on a stimulus-response learning task (Luman et  al., 2009). 
Experimental gambling tasks suggest that children with ADHD pay more attention 
to rewards and less attention to punishments compared to controls (Masunami et al., 
2009). The interface between the development of risky decision making and the 
possibility of altered reward mechanisms is an area for further research in ADHD.

Examining the effect of feedback on task performance, Pollak and Shoham 
(2015) found that adolescents with ADHD and controls performed similarly on the 
IGT when no feedback was provided, whereas under the feedback condition, 
subjects with ADHD chose the unfavorable outcomes more frequently and risked 
smaller sums than controls. The authors note that this seems to be at odds with the 
broader literature. They propose an alternative interpretation, similar to Krozyer 
et  al. (2014) mentioned above, that due to choosing the unfavorable option, 
participants with ADHD may have realized that they were losing and consequently 
chose to decrease their bets (Pollak & Shoham, 2015). A recent study by Dekkers 
et al. (2020) included a gambling machine task and found that adolescent boys with 
ADHD were less likely to adopt strategies in which all characteristics relevant to 
make an optimal decision were integrated, both with and without feedback. Based 
on these findings, the authors suggested that ADHD-related decision-making defi-
cits do not originate in increased risk seeking but in suboptimal decision making.

In addition to performance differences between adolescents and adults with 
ADHD and non-clinical controls on temporal discounting and risky decision- 
making paradigms, correlations between these tasks and other cognitive abilities 
inform our understanding of the separability of these psychological constructs, both 
conceptually and empirically.

 Associations Between Cognitive Abilities and Judgment 
and Decision making in ADHD

Recent models in cognitive science have differentiated between decision making 
and cognitive abilities, such as intelligence and performance-based measures of 
executive function (Stanovich, 2009a, 2009b; Toplak et al., 2010). Neuropsychological 
assessments measure cognitive abilities, including intelligence and executive func-
tion performance. These cognitive ability measures capture computational resources 
that are assessed under highly structured conditions where the examiner sets the 
parameters for optimal performance (Stanovich, 2009a). Alternatively, judgment 
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and decision-making skills are conceptually unique from cognitive abilities. 
Cognitive science theories of decision making and rational thinking use experimen-
tal methods to illustrate thinking errors where people fail to successfully track the 
world (such as knowledge calibration) or fail to achieve their goals (such as maxi-
mize expected utility; Stanovich, 2009a, 2009b, 2011).

Stanovich and West (2008) have described process considerations that can 
explain the degree of association between intelligence and performance on JDM 
tasks. Some measures of JDM show modest correlations with cognitive ability (in 
the range of .20 to .35), but many JDM tasks show no association with cognitive 
ability. JDM tasks that are more likely to show correlations with cognitive ability 
are ones where the processing requirements of inhibition (or interference control) 
and working memory are required for the generation of alternative responses. 
However, given that correlations tend to be modest, this suggests that there is 
room for dissociation between cognitive abilities and decision-making 
performance.

Shamosh and Gray (2008) performed a meta-analysis to examine the associa-
tion between delay discounting and intelligence in the general population. Across 
the 24 studies identified in this meta-analysis, they found that individuals with 
higher intellectual abilities had significantly less of a tendency to prefer “shorter 
sooner” (SS) rewards to “larger longer” (LL) rewards, with a small to medium 
effect size. Several moderating variables were also examined. Studies that used 
payoffs that were subject to chance found a weaker relationship between delay 
discounting and intelligence compared to those that used all hypothetical or all 
real payoffs. Other moderators, including the delay discounting measure, the type 
of delay discounting paradigm, and the type of intelligence test, did not reveal any 
significant effects.

Toplak et al. (2010) examined 43 studies that reported associations between IGT 
performance and cognitive abilities in samples of participants with neurological 
disorders and psychiatric disorders, as well as non-clinical child and adult samples. 
Specifically, they included studies with inhibition, set-shifting, working memory, 
and intelligence  tasks. Across all four domains, only 20.8% of correlational 
comparisons were statistically significant, and actual correlations were generally 
low, with median values in the four domains of r = .18, .15, .06, and .23. Similar to 
the findings with temporal delay discounting, the correlation between risky decision 
making and cognitive abilities is small across clinical and non-clinical samples.

Table 13.1 summarizes the studies that have assessed the associations between 
temporal discounting and risky decision making with neuropsychological measures 
of cognitive abilities (intelligence and executive function (EF) tasks) in adolescents 
and adults with ADHD. As limited studies to examine these associations have been 
conducted to date with adolescents and adults with ADHD, studies in ADHD child 
samples were also included.
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 Associations Between Cognitive Abilities and Temporal 
Discounting-Related Paradigms in ADHD

In total, five studies that have examined correlations between cognitive abilities and 
temporal discounting in individuals with ADHD (or individuals with ADHD ratings) 
were identified. Of these, four studies included children and adolescents with 
ADHD and one study included only adolescents. The findings from these studies 
are somewhat inconsistent, with some studies noting a significant association 
between tasks of intelligence and temporal discounting (Bitsakou et  al., 2009; 
Marco et al., 2009; Toplak et al., 2016), while others have failed to detect significant 
associations (Antonini et al., 2015; Barkley et al., 2001; Solanto et al., 2001).

In addition to these studies, some studies have also entered intelligence as a 
covariate in their analyses, which indirectly helps to elucidate the relationship 
between intelligence and temporal discounting. For example, Paloyelis et al. (2009) 
found that when entering intelligence as a covariate, the relationship between higher 
inattention ratings and the preference for smaller, immediate rewards was attenuated. 
Similarly, Wilson et  al. (2011) found that when controlling for intelligence, the 
trend for children with ADHD to discount more steeply than controls was no longer 
statistically significant. However, others have found that children with ADHD’s 
preference for shorter, smaller rewards remained significant even when controlling 
for intelligence (Scheres et al., 2013; Sonuga-Barke et al., 2010; Yang et al., 2011). 
As such, the findings about the association between intelligence and temporal 
discounting in the context of ADHD remain mixed.

Studies that have assessed the association between EF tasks and temporal dis-
counting generally have reported significant relationships between these constructs 
(Antonini et  al., 2015; Karalunas & Huang-Pollock, 2011; Lambek et  al., 2018; 
Thorell, 2007; Toplak et al., 2016; Van Dessel et al., 2018). In these studies, some 
of the EF abilities that were studied include verbal working memory, spatial work-
ing memory, inhibition, and complex EF. For example, Van Dessel et  al. (2018) 
found that when looking across the entire sample (i.e., children with ADHD and 
control children) and also when the analysis was conducted in the ADHD-only 
group, participants’ performance on the temporal discounting task was significantly 
related to inhibition. One pattern that emerged in the review of correlations between 
temporal discounting-related paradigms and cognitive abilities in Table 13.1 is that 
sometimes EF tasks correlated with temporal discounting choices, but not with 
intelligence scores (Antonini et al., 2015; Solanto et al., 2001) or that statistically 
controlling for intelligence attenuated the relationship between temporal discounting 
choices and EF task performance (Barkley et al., 2001).

These findings may suggest that the pattern of correlations with temporal dis-
counting choices may differ for IQ and EF tasks, but it may also be attributable to 
the fact that some of these studies tend to use age-corrected scaled scores as the 
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dependent variable for intelligence tests and non-age-corrected scores as the depen-
dent variable for EF tasks, given that age-corrected scores are so widely available 
for intelligence measures. For those studies conducted in developmental samples 
where there are rapid age-related changes in cognitive abilities, the use of age-cor-
rected intelligence scores may explain any differences in these data patterns (Rizeq 
et al., 2017). That is, these correlations may have been attenuated of age- corrected 
intelligence scores that were used in child and youth samples. However, it should be 
noted that even when significant correlations were noted between cognitive abilities 
(i.e., EF and intellectual abilities) and temporal discounting in individuals with 
ADHD, they were generally small or moderate. Overall, correlations between tem-
poral discounting and cognitive abilities have been inconsistent or small in ADHD 
samples, consistent with the empirical literature that has also reported similar find-
ings in general population samples (Shamosh & Gray, 2008).

 Associations Between Cognitive Abilities and Risky Decision-
Making Paradigms in ADHD

Table 13.1 includes five studies that examined the associations between risky 
decision- making paradigms and cognitive abilities in adolescents with ADHD 
(Dekkers et al., 2020; Ernst et al., 2003; Toplak et al., 2010) and adults with ADHD 
(Duarte et al., 2012; Matthies et al., 2012). Although many studies of risky decision 
making have included measures of cognitive abilities (intelligence and executive 
function tasks), few of these studies have examined associations between cognitive 
abilities and risky decision making on laboratory gambling tasks in an ADHD popu-
lation. Overall, performance on the risky decision-making tasks was not correlated 
with working memory, set-shifting, inhibition, planning, and verbal fluency in sam-
ples of ADHD and controls across development (Antonini et al., 2015; Drechsler 
et  al., 2008, 2010; Ernst et  al., 2003; Geurts et  al., 2006; Matthies et  al., 2012; 
Skogli et al., 2014; Sørensen et al., 2017; Toplak et al., 2005).

Inhibition has also been demonstrated to be unrelated to risky decision making 
in ADHD samples. Specifically, inhibition was not significantly correlated with the 
Game of Dice (Drechsler et al., 2010) or IGT task (Geurts et al., 2006) in children 
with ADHD. Similarly, the relationship between risky decision making and various 
measures of set-shifting, such as the Trail-Making Test (Matthies et al., 2012) and 
Card Sort Tests (Ernst et al., 2003), was also not statistically significant. Antonini 
et al. (2015) and Skogli et al. (2014) found that working memory performance in 
children with ADHD was not related to performance on a child-friendly version of 
the IGT. Similar results were found between working memory and the CGT in chil-
dren with ADHD (Sørensen et al., 2017). Likewise, Toplak et al. (2005) reported 
that IGT performance in adolescents with ADHD was not correlated with verbal or 
visual working memory. In one study, working memory difficulties were found to 
interact with ADHD symptoms and risky decision-making performance in 
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methamphetamine-dependent adults (Duarte et al., 2012). With respect to intelli-
gence, while some studies have reported a lack of correlations with risky decision-
making performance in ADHD samples (Drechsler et  al., 2008; Sørensen et  al., 
2017; Toplak et al., 2005). Dekkers et al. (2020) found significant effects of intelli-
gence and age in their study of adolescents with and without ADHD, such that more 
intelligent and older participants made more optimal decisions on a gambling task. 
Overall, risky decision-making performance has not displayed consistent significant 
correlations with cognitive abilities in ADHD samples, consistent with the empiri-
cal literature with non-clinical samples (Toplak et al., 2010).

 Temporal Discounting and Risky Decision-Making Paradigms 
in Other Intellectual and Developmental Disabilities

 Temporal Discounting

Relative to studies in ADHD samples, temporal discounting paradigms have been 
less well-studied in ASD and intellectual disability (ID) samples. It has been hypoth-
esized that individuals with ASD may experience difficulties with temporal dis-
counting due to their difficulties with perspective taking, as temporal discounting 
involves taking the perspective of our future self (Peters & Büchel, 2010). However, 
even the literature on future-oriented perspective taking in individuals with ASD has 
been mixed (Ciaramelli et al., 2018; Crane et al., 2013). Similarly, findings on tem-
poral discounting abilities in individuals with ASD have also been mixed. While 
some studies have identified a preference for smaller immediate rewards in indi-
viduals with ASD (Carlisi et al., 2017; Murphy et al., 2017; Warnell et al., 2019), 
other studies have failed to display differences in temporal discounting in individu-
als with ASD (Demurie et al., 2012; Karalunas et al., 2018). Additionally, a few 
studies have directly compared individuals with ADHD and individuals with ASD 
on tasks of temporal discounting, also producing mixed results. For example, 
Chantiluke et al. (2014) found that only boys with ASD-only or ASD and comorbid 
ADHD discounted delayed rewards more steeply than boys with ADHD-only and 
controls. However, others have found that individuals with ASD do not display the 
same preference for smaller immediate rewards that individuals with ADHD do and 
actually perform more similarly to controls (Antrop et  al., 2006; Demurie 
et al., 2012).

Temporal discounting paradigms have rarely been studied in individuals with  
(ID). In fact, many studies that investigate temporal discounting routinely exclude 
participants with a lower IQ (i.e., less than 70 or 80), which systematically excludes 
individuals with ID. Willner et al. (2010) did administer temporal discounting tasks 
to individuals with and without ID. They found that more than half of participants 
with ID performed inconsistently on the temporal discounting tasks. However, 
when participants with ID were provided explicit training on these tasks, they 
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displayed more consistent responding. Additionally, performance on the temporal 
discounting tasks was significantly related to EF abilities, but not intelligence.

 Risky Decision Making

Similar to temporal discounting paradigms, risky decision making has been less 
well -studied in individuals with ASD and ID. Similar paradigms have been used to 
assess risky decision making in individuals with ASD as in individuals with 
ADHD. In a recent meta-analysis by Zeif and Yechiam (2020), differences between 
high-functioning individuals with ASD and controls were examined using the 
IGT. A total of 14 studies were included. The results showed virtually no difference 
in IGT performance between groups, except for a slight disadvantage in the first 
block of trials for the ASD group (Zeif & Yechiam, 2020). Notably, these studies 
included only individuals without ID. Although little research has been done directly 
comparing individuals with ADHD and ASD, preliminary evidence suggests that 
those with ADHD performed worse compared to individuals with Asperger’s syn-
drome on the IGT (Gonzalez-Gadea et al., 2013).

Gambling tasks have been minimally used to explore risky decision making in 
ID populations. In a study using a gambling machine task, adolescents with mild to 
borderline ID used suboptimal decision-making strategies as compared to controls 
(Bexkens et al., 2016). On the adapted two-choice IGT developed by Garon and 
Moore (2004), people with ID chose advantageously and showed high levels of 
subjective awareness about the relative goodness and badness of the decks (Dymond 
et al., 2010). The learning profile of controls increased throughout the task whereas 
the profile for individuals with ID remained constant. To date, no research has 
explicitly investigated group differences between individuals with ID and those 
with ADHD.

 Summary, Conclusions, and Applied Clinical 
Practice Considerations

Empirically, there has been an increasing interest in the study of JDM paradigms in 
ADHD samples. In particular, temporal discounting and risky decision-making 
paradigms have been examined most frequently empirically, likely because they 
capture performance tendencies and clinical observations related to impulsivity and 
engagement in risky behaviors often observed in individuals with ADHD (Barkley, 
2015). Notably, there has been study of other JDM paradigms in ADHD samples, 
such as broader measures of decision-making competence (Del Missier et al., 2012), 
estimations of competence or performance calibration [see Wanstall et al. (2019) for 
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a review], and reward-based/social decision making (Humphreys et al., 2016; Ma 
et al., 2017), suggesting that other paradigms may also be relevant, but just have 
been less of a focus empirically to date.

In order to advance our understanding of what JDM paradigms can tell us about 
clinical populations such as ADHD, we undertook this review of studies that have 
examined associations between performance on temporal discounting or risky 
decision- making paradigms and cognitive abilities (intelligence and executive func-
tion tasks), primarily in adolescents and adults with ADHD.  Consistent with 
research findings in reviews that have included non-clinical samples (Shamosh & 
Gray, 2008; Toplak et al., 2010), the correlations between temporal discounting or 
risky decision-making paradigms and cognitive abilities are small to modest in 
ADHD samples. This consistency in overall correlation patterns provides useful 
convergence across clinical and non-clinical samples. The small to modest correla-
tions between JDM paradigms and cognitive abilities have been described in cogni-
tive science models of rational thinking (Stanovich et al., 2008), reinforcing both 
the conceptual and empirical separability of JDM and cognitive abilities.

The convergence across non-clinical and ADHD samples in correlations between 
judgment and decision-making paradigms and cognitive abilities is important to 
build a cumulative literature to develop models that explain performance on these 
tasks. These relatively small effect sizes, however, still leave considerable theoretical 
and empirical work to understand potential dissociations between these different 
abilities or competencies. The discrepancy of “smart people doing foolish things” 
has been commonly recognized and described in typically developing individuals 
(Sternberg, 2002) and has been operationalized and empirically studied as the 
discrepancies between competencies in intellectual abilities and rational thinking 
(Stanovich, 2009b). While we often think of this as a paradox, such as when 
intelligent adolescents make poor choices by subjecting themselves to risk factors 
such as substance abuse, sexually transmitted diseases, and unsafe driving (Reyna 
& Farley, 2006), this growing literature is documenting how and why such 
discrepancies may not be so unexpected. This paradox in competencies has also 
been described in the popular press literature on ADHD (such as Brown, 2005; 
Kelly & Ramundo, 2006).

The conceptual separation of JDM from cognitive abilities in the cognitive sci-
ence literature is consistent with the pattern of findings reviewed in this chapter in 
samples of individuals with ADHD. Frameworks that begin to organize and explain 
how cognitive failures on JDM tasks are separable from neuropsychological mea-
sures of cognitive ability will provide ways to better operationalize the heterogene-
ity of cognitive performance in ADHD. For example, conceptually separating our 
understanding of information processing limitations related to capacity and effi-
ciency, often captured on measures of cognitive ability, from mechanisms that may 
signal impulsive or nonoptimal responding, such as on JDM tasks. For example, in 
ADHD, it is of interest whether performance differences on these JDM paradigms 
are attributable to the impulsive and hyperactive symptoms that may underlie risk-
seeking or risky behaviors or whether they are attributable to cognitive ability dif-
ficulties that are often more associated with inattentive symptoms (Chhabildas 

R. E. Lyon et al.



321

et al., 2001). Some evidence suggests that risk-seeking tendencies do not explain 
performance in risky decision-making performance in participants with ADHD 
(Dekkers et al., 2021) and that instead, performance differences may be attributable 
to adopting strategies to determine optimal performance (Dekkers et  al., 2020). 
Mäntylä et al. (2012) have also suggested that the cognitive information processing 
requirements may explain performance differences in adults with ADHD and non-
ADHD controls, as their participants with ADHD only displayed significant differ-
ences on the applying decision rules task from the Decision Making Competence 
battery. However, JDM measures provide an additional set of paradigms to measure 
and assess the heterogeneity of performance on several indicators of cognitive com-
petence reported in ADHD samples.

There are several clinical implications and future directions of this work; here we 
focus on some perspectives to inform our understanding of individuals with 
ADHD.  Understanding JDM in ADHD and its relationship to other cognitive 
abilities is an important endeavor with implications for how we conceptualize 
difficulties in ADHD and intervention efforts. The growing empirical work on JDM 
constructs in ADHD reflects the conceptual separability of these skills and abilities 
from intellectual abilities and executive function task performance, as has been 
done in the cognitive science research on these skills and abilities (Stanovich, 
2009a, 2009b). It will be important to continue to empirically parse these different 
skills and abilities that have been described in models of ADHD (such as Barkley, 
2006, 2015), in order to better understand the heterogeneity in presentation in 
individuals with ADHD (Doidge et al., 2019). JDM paradigms provide a further 
way to operationalize and measure these abilities in individuals with ADHD and to 
differentiate domains of functioning that may be affected in these individuals. This 
may permit the development of more individualized recommendations and 
treatments for individuals with ADHD.  For example, Sonuga-Barke (2004) has 
suggested that reorganizing incentive structures may facilitate delay tolerance on 
delay aversion tasks.

Relatively less research has been done on temporal discounting and risky 
decision- making paradigms in ID and ASD samples, but this might reflect two dif-
ferent possibilities. First, the study of JDM paradigms, such as temporal discount-
ing and risky decision making, may be relatively understudied perhaps partly due to 
the fact that individual differences in intelligence are strongly implicated in under-
standing performance on these paradigms, which will impact its relevance in indi-
viduals with ID and for individuals with ASD who also have ID [DSM-5, APA, 
2013)]. Even in studies with ADHD samples, intelligence cutoffs are conventionally 
used and individuals with IQ less than 80 or 85 (sometimes less than 70) are rou-
tinely excluded from studies examining JDM paradigms in ADHD populations. 
Second, it may be that temporal discounting and risky decision-making paradigms 
may more reliably characterize individuals with ADHD than individuals with ID or 
ASD. There is evidence emerging that other JDM constructs, such as analogical 
reasoning, counterfactual and false-belief reasoning, and pragmatic reasoning, may 
be more relevant constructs for understanding the clinical presentation of ASD 
(Morsanyi & Byrne, 2019). These bodies of research may eventually provide novel 
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assessment tools to help us better differentiate neurodevelopmental conditions such 
as ADHD and ASD in the context of clinical assessments. The use of JDM para-
digms may be useful for differential diagnosis and/or determining comorbidity par-
ticularly for ADHD and ASD (APA, 2013), as overlap in cognitive characteristics 
has been documented for these conditions (Karalunas et al., 2018).

The growing study of JDM paradigms in ADHD provides another set of indica-
tors of competence to examine the heterogeneity of performance on neuropsycho-
logical measures in samples of participants with ADHD. Temporal discounting and 
risky decision-making paradigms have been the most well-studied paradigms in 
ADHD; however, there are indeed other conceptualizations and paradigms of deci-
sion making that have been studied to a lesser extent in ADHD. Conversely, these 
JDM paradigms have been relatively less well studied in ASD and ID samples. 
Consistent with the cognitive science literature of JDM paradigms, small to modest 
associations have been reported between JDM paradigms and cognitive abilities, 
including intelligence and executive function task performance in ADHD samples. 
This pattern of findings reinforces the conceptual separation between JDM para-
digms and cognitive abilities in the cognitive science literature. The measurement of 
JDM paradigms may offer a separable domain to assess and to understand the het-
erogeneity in cognitive performance that has been observed in individuals 
with ADHD.
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Chapter 14
Social Functioning and Decision Making: 
From Group to Individual Differences 
Across the Autism Spectrum

Irwin P. Levin, Gary J. Gaeth, Aron M. Levin, and Shiyun Chen

 Introduction

Autism spectrum disorder (ASD) is one of the most frequently occurring intellec-
tual and developmental disabilities (IDD) and has a profound impact on the lives of 
both the person with the IDD and their providers of support including family, 
friends, and professionals. Various researchers have reported that persons with ASD 
have difficulties making life decisions and are less focused in their decision making. 
However, both the severity and the mix of characteristics for those on the autism 
spectrum are broad. Many people within the general population possess some 
degree of traits associated with autism. One goal of this chapter is to show that in 
addition to group differences, individual differences in the level of social function-
ing ability associated with ASD are predictive of differences in decision making. At 
the end of this chapter, we suggest how this approach might be applied with other 
categories of IDD.
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 Background

Autism has been described as a multifaceted spectrum of neurodevelopmental con-
ditions displayed through varying levels of social communication and behavioral 
difficulties (American Psychiatric Association, 2013). Persons with ASD have 
extremely variable cognitive and behavioral functioning abilities that cannot be 
explained by a single construct (Hill, 2004; Tager-Flusberg, 2007; Van de Cruys, 
et al., 2014). A number of previous studies have shown that persons on the autism 
spectrum, even those who are high functioning, have difficulty with decision mak-
ing in general, take longer to make decisions, and are more apt to avoid decisions 
altogether (Brosnan, et al., 2014; Luke et al., 2012). Luke et al. (2012) in particular 
concluded that persons with autism find decision making exhausting, with special 
difficulties when decisions involve a change in routine, when they must be com-
pleted quickly, or when they involve talking to others.

On the other hand, there has been growing recognition of the unique abilities and 
potential contributions of some persons on the autism spectrum. In fact, high-tech 
companies have recently sought out those on the autism spectrum as employees 
because of the unique skills that many of them possess related to attention to detail 
(Lindson, 2019).

Persons with ASD are especially known to have deficits in the area of social 
functioning or “theory of mind” (e.g., Baron-Cohen, et  al., 1985; Baron-Cohen, 
et al., 1994) which affect their interpersonal decisions and evaluations. Theory of 
mind involves the ability to understand the mental states of others where deficits 
result in difficulty to predict and understand the mental states of others and the 
behaviors arising from these states. In terms of the constructs developed in this 
chapter, deficits in this area have a negative impact on social functioning and deci-
sions related to interpersonal relationships.

Deficits in theory of mind are not the only distinguishing feature of autism. As 
we shall demonstrate, decision-making difficulties as well as strengths associated 
with autism are domain specific depending on the processes tapped by different 
tasks and measures.

Dual-process theories (e.g., Kahneman, 2003) assume two distinct processes, a 
rapid and automatic intuitive process and a more effortful and deliberative process. 
Brosnan et al. (2016; see also Ashwin & Brosnan, 2020) applied dual-process the-
ory to better understand reasoning processes among persons with autism. A popular 
instrument for assessing different thinking styles is the Rational-Experiential 
Inventory (REI) (Epstein et al., 1996) which includes one set of items designed to 
assess one’s engagement in deliberative reasoning (the Rational component) and 
one set of items designed to assess one’s engagement in intuitive reasoning (the 
Experiential component). Brosnan et al. (2016) proposed a model in which autism 
is associated with more deliberative reasoning and less reliance on intuition.

A study with results consistent with this model employed the Iowa Gambling 
Task (IGT; Bechara et al., 1994). In this task, participants sample from four decks 
of cards where each draw of a card leads to a specific gain or loss. Even though 
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outcomes vary across successive draws for each deck, two of the decks are “good” 
because in the long run the player will be rewarded and two are “bad” because in the 
long run the player will be punished. A key performance measure is how many 
draws it takes before the player consistently chooses a good deck. Johnson et al. 
(2006) showed that adolescents and young adults with Asperger syndrome were 
more likely than controls to vary their choices from draw to draw, and this over- 
deliberation led them to be slower to arrive at an optimal choice. However, a recent 
meta-analysis by Zeif and Yechiam (2020) concluded that although their strategy 
may differ, decision performance on the IGT as measured by net winnings is similar 
for persons with ASD and controls.

The greater reliance on analytic and deliberate processing may underlie the dif-
ficulty in making efficient and quick decisions which may be particularly important 
in the social world. However, these same mechanisms may serve well in other con-
texts. High-functioning persons on the autism spectrum do well on tasks that require 
thoughtful decisions. Frith and Frith (2003) suggested that those who are higher 
functioning may have learned to rely more on language, decision rules, and other 
nonsocial cognitive functioning skills rather than on social skills in solving 
problems.

 Current Focus

Following previous research by others on the decision making of individuals on the 
autism spectrum, research by our team has focused on decision making by high- 
functioning adults on the autism spectrum. This population was selected because of 
increased awareness of its presence, its likely mixture of strengths and weaknesses, 
and because we believe that this is a group that has attained growing responsibility 
for making the decisions that affect not only their personal quality of life but also 
that of those around them.

In this chapter the following aspects of decision making are addressed: (1) 
assessing perceived difficulty in making routine everyday decisions such as when to 
go to bed, when to wake up, what clothes to wear, and what food to eat; (2) explor-
ing perceived difficulty in forming personal relationships with fellow students, 
workers, and housemates; (3) assessing the consequences of these decisions in areas 
such as consumer behavior; (4) measuring aspects of decision-making competence 
such as the ability to incorporate numerical information into their decisions; and (5) 
using a wide range of tasks and measures in order to differentiate between different 
processes that underlie decision making in different domains. We will describe the 
results of prior research and extend them to current research.

During the progression of this research stream, we have come to view autism not 
as the subject for only dichotomous comparisons between individuals with autism 
and individuals in a control group but as a source of important data for determining 
individual differences in decision-making strengths and weaknesses. In particular, 
the quality of social functioning is identified as a key source of such differences 
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where inclusion of persons with autism into the selection of research participants 
serves to increase the range of individual differences in this important domain as a 
unique vehicle for studying the role of social functioning on decision making in the 
general population.

The first part of this chapter focuses on group differences between high- 
functioning adults on the autism spectrum and controls. Based on these findings 
focus is then shifted to individual differences in the quality of social functioning. As 
briefly summarized below, there has been a rich history of research on individual 
differences in decision making.

 History of the Study of Individual Differences in Human 
Judgment and Decision Making

The history of research in human judgment and decision making is marked by a 
progression from demonstration of interesting phenomena to a more in-depth analy-
sis, often oriented toward a judgment error (or bias). Examples include base rate 
neglect, hindsight bias, and framing effects, where effort is made to provide a better 
understanding of the processes underlying these effects. This process-level analysis 
focuses on searching for task-related variables that moderate the effects (e.g., risk 
domain and amount and complexity of information) as well as individual character-
istics of the decision-maker that serve as mediators (such as age, gender, and per-
sonality). It is natural to focus on judgment weaknesses, such as heuristics and 
biases, but it is important when looking at individual differences to also consider 
strengths that can improve decision making.

Focus on individual differences in our lab goes back over 20 years (Levin, 1999) 
and has been a recurring theme in our research over the years (e.g., Levin et al., 
2014). A sampling of other labs with this focus includes Payne, Bettman, and 
Johnson’s (1993) study of adaptive decision making, Stanovich and West’s (1998) 
study of rational thought, and Baron and Ritov’s (2004) work on decision biases. 
See also edited volume by Toplak and Weller (2016) with many examples.

Perhaps the most useful tool for tracking these developments has been the estab-
lishment of the Decision Making Individual Differences Inventory (DMIDI) (Appelt 
et al., 2011). This inventory includes a collection of a wide variety of examples of 
individual difference measures falling under categories such as decision style, cog-
nitive ability, personality, attitude toward risk, motivation, impulsiveness, and time 
orientation.

Following the initial publication of the inventory, members of the Society for 
Judgment and Decision Making have been encouraged to add to the list, and these 
updates can be assessed through the website, http://www.sjdm.org/dimidi/.

In the present case we focus on our newly developed Quality of Social Functioning 
Index (QSFI) as a key continuous measure of individual differences underlying both 
variations along the autism spectrum and variations within the general population.
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 Introduction to Individual Differences in Social Functioning

Our initial study (Levin et al., 2015) was small in scope and conducted in the labora-
tory (N = 15 college students diagnosed with ASD) which allowed us to conduct 
face-to-face interviews. With what was to become the basis of later research, open- 
ended questions were asked about participants’ social experiences: the quality of 
personal relations at home, school, work, and with friendship networks. Transcripts 
were scored on quality of social relations by two independent coders who were in 
close agreement with each other. On a scale of 1–5 for each question, the two coders 
were no more than one point apart on any question. The final score for each partici-
pant was the average of the coders for the total score across all questions. These 
“socially based” responses correlated with other measures of behaviors associated 
with autism. In later studies, the applicability of this scale was extended by develop-
ing a formal numeric index that measures the same concept. As we will illustrate 
later, an index of these items was designed as a measure that we called QSFI.

The larger follow-up study (Gaeth et al., 2016) used MTurk (Buhrmester, Kwang, 
& Gosling, 2011) survey techniques and included within-group analyses of the rela-
tion between social functioning, thinking style, and scores on an autism screener. 
For participants in the ASD group, social relationships were poorest for those show-
ing the lowest levels of engagement in experiential/intuitive decision-making style. 
Those scoring at the most extreme levels on the autism screener were more apt to be 
deliberative thinkers and less apt to be intuitive/impulsive thinkers. These results are 
consistent with Ashwin and Brosnan’s (2020) dual-process theory of autism.

In subsequent studies these analyses were expanded to examine the role of social 
functioning across a combined sample of persons with and without a formal autism 
diagnosis. These analyses provide new insight into how the spectrum of autistic 
traits extends to those not formally diagnosed. We start, however, with a description 
of studies comparing persons with and without autism.

 Group Differences in Decision Making Between Persons 
with and without Autism

This section summarizes results from our prior research comparing a group of per-
sons with autism and a control group. As will be described in more detail later, our 
basic recruitment procedure is to use MTurk online panels to recruit both a group of 
respondents who report diagnosis of autism or Asperger syndrome and an unre-
stricted group and then to verify classification based on clinically developed screener 
surveys such as Baron-Cohen et al.’s (2001) Autism Spectrum Quotient (AQ).

These results have been reported in papers by Levin et al. (2015), Gaeth et al. 
(2016), Levin et al. (2019), and Levin et al. (2020a, b) which include multiple tasks 
and measures designed to generate a profile of differences and similarities between 
persons in each group. Gaeth et  al. (2016) included a sample consisting of 72 
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persons with ASD and 67 control participants. Mean age of participants in the ASD 
group tended to be somewhat lower than that of controls (30.0 vs. 37.3 years). In 
each group, females made up approximately 40% of the sample. Education level 
was somewhat higher, but not significantly, for persons in the ASD group; 43% of 
persons in the ASD group completed a 4-year college degree or higher compared to 
38% for the controls. This is a primary reason why we classify persons in our ASD 
groups as high functioning. Nevertheless, participants with ASD were less apt to 
have full-time jobs compared to those in the control group (50% vs. 65%). When 
asked about current living arrangements, participants with ASD compared to those 
in the control group were less apt to be living with a spouse or significant other 
(28% vs. 40%) and more apt to be living with parents (35% vs. 19%).

 Difficulty with Everyday Decisions

In the study by Gaeth et al. (2016), persons in the group with autism reported sig-
nificantly more difficulty than those in the control group in making everyday routine 
decisions that include the following: when to go to bed, when to wake up, what 
clothes to wear, what to eat, when to shower, what and when to take medications, 
when to pay bills, and making and keeping medical appointments. (See Table 14.1.) 
From the point of view of the dual-process theory, these results reflect overreliance 
on deliberative processes.

A follow-up survey with the same samples measuring what we call “Bad Decision 
Outcomes” showed that the group with ASD reported higher incidence of bad out-
comes in the following categories: Rented movie but unwatched, bought clothes never 
worn, quit a job after a month, at least 2 weeks late on a rent payment, had a check 
bounce, took out a loan that was not paid back, borrowed money from parent, and 
used emergency credit (see Table 14.2 from Gaeth et al. 2016). The bad outcomes 

Table 14.1 Group comparisons of difficulty in everyday decisions: means (95% confidence 
interval)

Difficulty with ASD (N = 72)
Control 
(N = 68)

Effect 
size

Significance of 
difference

Deciding when to go to bed 6.26 (±0.67) 8.60 (±0.55) 0.90 p < 0.0001
Deciding when to wake up 6.40 (±0.69) 7.89 (±0.55) 0.57 p < 0.0100
Deciding what clothes to wear 6.17 (±0.68) 8.03 (±0.55) 0.72 p < 0.0001
Deciding what to eat 4.83 (±0.54) 6.43 (±0.56) 0.69 p < 0.0001
Deciding when to shower 6.61 (±0.64) 8.93 (±0.50) 0.96 p < 0.0001
Deciding what and when to 
take medications

7.08 (±0.64) 8.78 (±0.49) 0.70 p < 0.0001

Deciding when to pay bills 5.94 (±0.65) 7.25 (±0.65) 0.48 p < 0.0100
Making and keeping medical 
appointments

5.90 (±0.63) 6.99 (±0.68) 0.40 P = 0.0200

Note: Gaeth et al. (2016; Table 14.3). Scale was 1 = extremely difficult to 10 = not difficult
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Table 14.2 Group comparisons of social functioning: means (95% confidence interval)

Measure
ASD (SE) 
(N = 72)

Control (SE) 
(N = 68)

Effect 
size

Significance of 
difference

Satisfied with schooling 5.26 (±0.60) 6.65 (±0.48) 0.60 p < 0.001
Get along with teachers 5.73 (±0.62) 7.75 (±0.33) 0.95 p < 0.0001
Get along with fellow 
students

4.18 (±0.57) 7.21 (±0.52) 1.32 p < 0.0001

Satisfied with employment 6.31 (±0.62) 6.65 (±0.68) 0.14 NS

Get along with supervisors 6.46 (±0.55) 7.77 (±0.59) 0.52 p < 0.01
Get along with fellow 
workers

5.75 (±0.53) 7.95 (±0.49) 1.14 p < 0.0001

Satisfied with living 
arrangement

6.81 (±0.61) 7.86 (±0.61) 0.41 p = 0.02

Get along with people you 
live with

6.80 (±0.70) 8.33 (±0.62) 0.56 p < 0.01

Satisfied with friendship 
network

6.18 (±0.67) 6.57 (±0.69) 0.14 NS

Note: Gaeth et al. (2016; Table 14.2). Scale was 0–10

reported in Gaeth et al. (2016) follow from the difficulties reported in Table 14.1 and 
could have notable negative consequences on how persons function in society.

 Social Functioning Disability

Perhaps our most dramatic results to date were those where persons with autism 
reported greater levels of difficulty in aspects of social functioning including getting 
along with teachers, getting along with fellow students, getting along with supervi-
sors, getting along with fellow workers, and getting along with people you live with. 
As seen in Table 14.2, persons in the group with ASD reported greater difficulty for 
each item, and most of the differences were statistically significant in comparison to 
the control group. Later replications supported the reliability of each of these 
differences.

Social deficits associated with autism also emerged in two other tasks that 
required decision making. Using a variant of temporal construal (Trope & Liberman, 
2003) where participants choose between a more moderate immediate outcome and 
a more extreme outcome at a designated future date, items concerning interpersonal 
contacts were added. For these new items, participants were asked to rate on a scale 
of 0–10 how likely they were to defer meeting a new neighbor and to postpone a job 
interview. Persons with ASD (N = 72) were more likely than controls (N = 68) to 
choose to postpone a job interview (mean = 3.22 vs. 2.17) and choose to postpone 
meeting a new neighbor (mean = 5.29 vs. 4.33). The job interview effect, in particu-
lar, could have dire consequences on employment status which is a recognized 
problem for persons with autism and was recognized earlier in this chapter as 
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reflected in lower levels of full-time employment even for high-functioning persons 
on the spectrum.

Using the Domain-Specific Risk-Taking (DOSPERT) inventory (Weber et  al., 
2002), the reported tendency to take risks was separated into different domains. 
Across the domains of financial risks, recreational risks, health/safety risks, ethical 
risks, and social risks, persons with ASD (N = 72) reported significantly less risk- 
taking (on a scale from −3 extremely unlikely to +3 extremely likely for each item) 
than controls (N = 68) only in the social domain (e.g., Disagreeing with an authority 
figure on a major issue, Moving to a city far from your extended family). By con-
trast, they reported greater risk-taking in the ethical domain (e.g., Passing off some-
body else’s work as your own, Not returning a wallet you found with $20). DeGroot 
(2020) recently extended these findings by reporting a positive correlation between 
measures of autism and risk perception in the social domain but not in other domains. 
The avoidance of social risks, while not always a bad strategy, at its extreme could 
interfere with the ability to get ahead in the world. For example, one’s likelihood of 
succeeding in a competitive job could well depend on their willingness to go outside 
the box in a competitive environment.

It is these results that ultimately led us to focus on social functioning as a key 
component of individual differences associated with autism. However, not all of our 
results supported differences between groups. For example, when rating the diffi-
culty of making important life decisions such as choosing jobs, college majors, and 
living arrangements, persons in the ASD and control groups did not differ. We attri-
bute this to the use of a deliberative decision style.

Two decision-making tasks involving risky choice analysis were conducted in 
our laboratory. One was a classic task that previewed the winning of a Nobel Prize 
by one of its creators, Daniel Kahneman. The other was a task developed more 
recently in our laboratory. As a preview, neither task detected deficits related 
to autism.

 Framing Effects: The Unusual Disease Problem

The Unusual Disease Problem (originally referred to as the “Asian Disease 
Problem”; Tversky & Kahneman, 1981) is included for two main reasons. First, it 
was the forerunner of all subsequent studies that fall under the heading of Risky 
Choice Framing Effects (Levin, et al., 1998) and still stands as the gold standard for 
this area of research. Second, it highlights emotional factors in risky decision mak-
ing by contrasting conditions with identical objective information but different 
emotionally charged labels, “lives saved” versus “lives lost.” Previous research with 
gambling tasks suggests that the loss frame typically leads to more risk-taking than 
the gain frame, but that persons with autism show a reduced framing effect when 
gambles are alternatively described in terms of money lost versus money gained 
(DeMartino et al., 2008). This has been interpreted as a reduced focus on emotional 
information in the decision process and has been linked to a greater reliance on 
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deliberative and rational decision style (Ashwin & Brosnan, 2020). However, it 
remains to be seen whether this extends to the extreme emotional labels of “lives 
saved” versus “lives lost.”

High-functioning adults with ASD (N = 165) were presented with the following 
cover story (Levin et al., 2019): “The United States is preparing for the outbreak of 
an unusual disease that is expected to kill 600 people if untreated. Two treatment 
programs have been developed to combat this disease and the exact scientific esti-
mates of the consequences of these programs are listed below.”

In the positive frame condition, the two programs are described as follows:

 A. 200 lives will be saved.
 B. There is 1/3 probability that all 600 will be saved and 2/3 probability that none 

will be saved.

In the negative frame condition, the two programs are described as follows:

 C. 400 lives will be lost.
 D. There is 1/3 probability that no lives will be lost and 2/3 probability that all 600 

lives will be lost.

Note that in addition to the fact that A and C are equivalent and B and D are 
equivalent, within each pair the expected values of the risky and riskless options are 
equated.

In the original version a binary response scale was employed, Select A or Select 
B. In later versions (Levin et al., 2002), a rating scale was employed, Much prefer 
A to Much prefer B. The latter was employed here with a range of 0–10. As in the 
Levin et al. (2002) study, a within-subject version of the task was used where each 
person received both the positive and negative versions of the problem separated by 
presenting one at the beginning of a long survey and the other at the end. The order 
of presentation was randomized across participants.

Analysis of Variance (ANOVA) included order of presentation of gain and loss 
framing conditions as a factor. Neither the main effect of order nor the interaction 
between order and frame was significant. These results were taken as support for 
combining data across orders. A difference score between framing conditions was 
then computed for each participant. Mean responses were 4.98 for losses and 3.95 
for gains where higher numbers represent greater preferences for the risky options. 
The overall difference score was significantly different from zero (t(164) = 4.43, 
p < 0.0001), indicating that the typical finding of greater preference for risk in the 
loss domain than in the gain domain was replicated here.

The use of a within-subject design allowed us to examine the framing effect at 
the individual participant level. Eighty percent showed greater risk preference in the 
loss frame than in the gain frame. Mean AQ score did not differ between those who 
did and did not show the typical framing effect (t(163) = 0.69, p = 0.493). The main 
message here is that high-functioning adults with autism were not significantly less 
responsive to emotional outcome frames than were prior respondents.

This result seems to contradict evidence that persons on the spectrum are rela-
tively insensitive to contextual frame. It may in fact be a sign that high-functioning 
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adults on the spectrum have learned to overcome their inherent lack of attention to 
emotional cues, especially when these pertain to life or death.

 Risky Decision Making and the Cups Task

As described by Parker and Fischhoff (2005), decision-making competence refers to 
the ability to adhere to a cluster of decision-making principles represented by differ-
ent tasks. These include numeracy (a set of questions requiring the appropriate use 
of numerical information), applying decision rules (the ability to combine multiple 
sources of information to arrive at the best choice), resistance to sunk costs, resis-
tance to framing effects, and under-/overconfidence. Of particular interest, persons 
with autism scored at least as high as the control group on numeracy and applying 
decision rules, each of which is a key to sound decision making (Gaeth et al., 2016).

As a new way of examining how numerical information is used in risky decision 
making, the Cups task (Levin & Hart, 2003; Weller et al., 2012, 2015) was devel-
oped to examine risky choice across both gain and loss domains where ability to 
differentiate between “good” and “bad” risks is measured by the extent to which a 
respondent makes a risky or riskless choice depending on which one has the higher 
expected value.

Each trial required a choice between a risky and a riskless option. On gain trials 
the choice was between a sure gain of one coin and varying probabilities of winning 
multiple coins, represented by varying numbers of cups one of which was the win-
ning cup. Over trials, the number of cups and the amount to be won by selecting the 
winning cup were varied. On loss trials the choice was between a sure loss of one 
coin and varying probabilities of losing multiple coins, represented by varying num-
bers of cups one of which was the losing cup. Over trials the number of cups and the 
amount of possible loss by selecting the losing cup were varied.

Included are some trials in which the risky option (e.g., one chance out of three 
of winning five coins on a gains trial; one chance out of three of losing two coins on 
a loss trial) is more favorable in the long run than the riskless option (winning one 
coin for sure on gain trials, or losing one coin for sure on loss trials). We call these 
risk advantageous or RA trials. On other trials the risky option (e.g., one chance out 
of five of winning three coins or one out of two chances of losing three coins) is less 
favorable than the riskless choice (a sure gain of one coin on gain trials, a sure loss 
of one coin on loss trials). We call these risk disadvantageous or RD trials. Across 
multiple examples of both types of trials, as well as trials with equal expected value 
for risky and riskless options (risk neutral or RN trials, e.g., one out of three chances 
of winning three coins compared to winning one for sure), our key dependent mea-
sure is the difference in number of risks taken for RA and RD trials.

As summarized in Fig. 14.1 from Levin et al. (2019), we found no difference 
between persons with autism and controls (N = 80 in each group) on our key mea-
sure. Across gain and loss trials, out of a possible range of 0–6, mean response on 
RA trials was 4.80 for persons with autism versus 4.84 for controls, and mean 
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Fig. 14.1 Results from risk-taking for cups experiment (Note. From Levin et al. 2019)

response on RD trials was 1.34 for persons with autism and 1.31 for controls, result-
ing in mean (RA – RD) of 3.46 for individuals with autism and 3.53 for controls. 
The difference in means for RA – RD between groups did not approach statistical 
significance, t < 1. In other words, for this measure of decision-making competence, 
high-functioning persons with ASD were indistinguishable from persons in the con-
trol group.

The rather dramatic differences between results for different measures of deci-
sion making can be explained by the dual-process theory of autism (Ashwin & 
Brosnan, 2020) and the theory of mind account of deficits. The tendency to be more 
deliberative and less intuitive among persons with autism serves them well when it 
comes to decisions that require deep thinking but interferes with decisions that most 
people can make spontaneously and with little effort. Furthermore, social deficits 
affect some decisions but not others. In the case of the cups task, deliberative think-
ing would facilitate performance whereas social deficits would play no role.

Next, we describe our most recent research that focuses on individual differences 
in the quality of social functioning that predict decision-making processes in 
domains that affect quality of life.
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 Individual Differences in Social Functioning 
and Decision Making

The first part of this chapter emphasized dichotomous differences in decision mak-
ing between high-functioning adults on the autism spectrum and controls without 
autism. A small pilot study showed that large differences occurred in the formation 
of social relationships. This motivated us to consider individual differences in social 
functioning as an important determinant of decision making across the general pop-
ulation and to pursue this in larger, more focused studies. In the ongoing research 
described below, participants were recruited who identify as being on the autism 
spectrum but with an added purpose. Including this group as well as an unrestricted 
group provides us with a unique wider range of social competence than has been 
previously studied.

 Social Functioning

Earlier results show how persons with ASD differ from persons without ASD in 
terms of their responses to a series of questions assessing quality of social function-
ing such as self-reports of how well they got along with schoolmates, teachers, fel-
low workers, bosses, and housemates. It was concluded that persons with ASD 
reported dramatically lower levels of social functioning than persons in the control 
group and that this can be extended to individual differences.

In a recent study (Levin et al., 2020b), MTurk was used to recruit both a group 
with autism and a control group and we used the Autism Quotient (AQ; Baron- 
Cohen et al., 2001) Index to verify the classification (see Gaeth et al., 2016). The 
Quality of Social Functioning Index (QSFI) was developed by computing the mean 
for each respondent on the following nine items where each item was scored 0 to 10 
on degree of agreement: satisfied with school experience, get along with teachers, 
get along with fellow students, satisfied with employment environment, get along 
with supervisor, get along with fellow workers, satisfied with living arrangement, 
get along with people you live with, and satisfied with current friendship network. 
The scale was designed so that the higher the score the higher the level of social 
competence.

This index serves two purposes. First, it verifies that the inclusion of a sample 
recruited from individuals with autism in our pool increased the range of social 
functioning beyond what would have been found with an open sample. Second, it 
provides us with the new index of individual differences that we call the QSFI. Based 
on current data, this index possesses the desirable property of high internal consis-
tency (coefficient alpha = 0.86) where each item correlates at least 0.50 with the 
total for all nine items. Furthermore, while this index correlates highly with scores 
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on autism screeners (r = 0.47 for the Iowa Screener (Gaeth et al., 2016) and r = 0.42 
for AQ), it represents a purer measure of social functioning than the multidimen-
sional screeners. In our initial large-scale study, we apply it to social media use.

Figure 14.2 plots the frequency distribution of index values for persons in each 
group separately and for the combined group. Summary statistics are M = 6.02 and 
SD = 1.75 for the 77 persons in the group with ASD, M = 7.11 and SD = 1.50 for the 
135 persons in the control group, and M = 6.71 and SD = 1.67 for all 212 persons 
when the groups are combined. The figure shows that while there is a wide range of 
index values within each group, there are notable differences between groups at 
each end of the range. Approximately one-third of persons in the group with ASD 
scored at or below 5.5 on the index compared to about one-eighth for participants in 
the control group. Almost one-half of the participants in the control group scored 
7.5 or higher compared to only about 1 in 5 of the participants in the group with 
ASD. The result of combining groups generates a distribution with greater range 
and normality than either of the separate groups.

Fig. 14.2 Comparison of the distribution of the QSFI for participants recruited as ASD and con-
trol (Note. Levin et al. 2020b)
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 Impact of Social Functioning on Social Media Decision Making

One way in which social functioning ability plays out in the decisions made in daily 
life is through use of social media. The increasing role of the social media in today’s 
society includes the formation and maintenance of personal relations as well as the 
transmission of information that could be valuable for everyday decisions such as 
consumer purchases. Social media use is itself a form of social communications, 
and social functioning can thus play a crucial role in the extent of social media use 
and the utility of the information conveyed. Persons with disabilities in social func-
tioning could use social media as a substitute for personal interactions and thus 
benefit from it, or their disability could extend to misuse of social media. We thus 
consider the relation between the quality of social functioning and decisions to use 
social media to be a ripe area for study.

In the study by Levin et al. (2020b), 212 respondents were recruited from MTurk. 
Of these, 77 were recruited with the requirement they believed they had autism 
(males = 53, Mage = 32,4) and 135 were recruited with no restrictions as controls 
(males = 74 Mage = 33.9). The participants were administered a series of questions 
concerning social media use and reported reactions. Table 14.3 summarizes results 
in terms of correlations between responses to each question and scores on the 

Table 14.3 Social media use and reactions related to QSFI

Measure Correlation with QSFI

Interactions with social media posts
Comments on others’ posts 0.24***
Receive comments on own posts 0.26***
Comments more often on own posts 0.12 +
Comments more often on others’ posts −0.03
Use messengers on social media very often 0.27***
Influence of posts on behavior
Feel addicted to smart phone −0.02
Rely on consumer reviews 0.12+
Others’ experiences make me wish I could enjoy 0.03
Others’ travel makes me want to visit those places 0.22***
Seeing others’ experiences makes me jealous −0.14*
Important to get likes −0.04
Social media impact on consumer behavior
Connect to brands 0.29***
Friends impact buying 0.15*
Tell friends about good experiences 0.16*
Tell friends about bad experiences 0.11+
Use online deals 0.24***
Scale: 1 = strongly disagree to 7 = strongly agree

+ p < 0.10, * p < 0.05, ** p < 0.01, *** p < 0.001
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QSFI. Positive correlations signify that those who score higher on the index provide 
more affirmative responses.

Table 14.3 is divided roughly into items depicting interactions with social media 
posts, the influence of these posts, and the specific influence on consumer decision 
making. Here is a summary of the results: 1) Three of the five items dealing with 
interactions with social media yielded significant correlations. Persons who scored 
higher on our QSFI were more frequent users of social media overall and were more 
likely to both choose to comment on others’ posts and to receive comments on their 
own posts. 2) Of the six items pertaining to the influence of social media, two 
yielded significant correlations. Those scoring higher on our index were more apt to 
want to visit places highlighted on social media. However, those scoring lower on 
the index were more apt to feel jealous of others’ experiences depicted on social 
media. 3) Connections to consumer behavior were stronger for those scoring higher 
on our index on all five items in this category, with the strongest relationships occur-
ring for connecting to brands and use of online deals, each of which strongly affects 
decision making in the consumer domain.

Overall, Table  14.3 provides strong evidence of individual differences in our 
QSFI as a predictor of social media use and its influence on consumer behavior, 
with lesser impact for those scoring lower on our index. This is of particular signifi-
cance because we know that those with deficits in the social domain are prone to 
avoid personal contacts (Baron-Cohen et al., 1985) and conceivably could rely on 
social media as a substitute for personal interactions. However, decisions concern-
ing the use of social media are themselves a form of social functioning and could 
thus be impaired among those who scored low on our index. Our data support the 
latter interpretation. Furthermore, they suggest that the social deficits of persons 
with ASD affect their decision making with regard to social media use as well as 
risk-taking in the social domain and postponement of social engagements.

These findings have relevance to quality of life. While relying on social media as 
a key source of information can have its drawbacks, overlooking reliable recom-
mendations and sources of information or reluctance to share personal opinions can 
interfere with sound decision making, particularly in the domain of consumer choice.

 Summary and Conclusions

This chapter provides evidence that high-functioning adults with ASD possess 
strengths that can help them make sound decisions in some domains but that they 
might also have weaknesses, particularly of a social nature, that can lead to bad 
decisions. Performance on the unusual disease task and the cups task, each with a 
heavy cognitive component, was equivalent to that of people without autism. 
Deliberative thinking was likely a key strength. However, their deficits in social 
functioning can be a huge hurdle to making decisions that impact quality of life. We 
extend this analysis to the role of social functioning across the general population, 
where our findings of correlations between our QSFI and decision making offer a 
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potential explanation at both the group and individual level. Among the deficits 
attributed to persons with low social functioning ability and their potential conse-
quences are the following:

 1. Reluctance to make risky decisions in the social domain and decisions to post-
pone social interactions can prevent people from achieving satisfactory employ-
ment and advancing their professional goals.

 2. Lower levels of communication through social media can inhibit potentially use-
ful sources of information for decisions concerning which products and services 
are worthy of consideration and possible purchase.

 3. Reliance on careful deliberation rather than intuition can be useful in many situ-
ations but, as we demonstrated, can inhibit everyday decision making and can 
have adverse effects on how one is perceived by others.

What can be done to reduce these problems? Because our findings are based on self- 
reports, we know that there is a high degree of self-awareness. Persons on the autism 
spectrum are often well aware of their social challenges and seek training to improve 
interpersonal communication such as making more eye contact, engaging in give- 
and- take conversations, and doing practice job interviews. We suggest that training 
opportunities for persons with autism be extended to reach out to all those who 
recognize that they have difficulty in making decisions that involve social contact. 
And, of course, increasing awareness of the possible negative consequences of their 
social difficulties can enable improvement. Understanding the consequences of 
one’s limitations may be a starting point for many persons with autism toward 
greater motivation for self-improvement and openness to intervention for effective 
decision making and enhanced outcomes.

We also suggest that for both those diagnosed with autism and those not formally 
diagnosed but who have special difficulties in the social domain, training through 
the use of simulations can be employed to reinforce the ability to make frugal deci-
sions within a fixed length of time and with consultation with others.

Finally, we hope that our approach of extending investigations from formal all- 
or- none classifications to continuous measures of individual differences traits will 
be applied to other forms of disability beyond autism.

Related disabilities include fragile X syndrome and ADHD. Fragile X syndrome, 
while involving different brain functions than ASD, shares the traits of social anxi-
ety and social interaction deficits. Persons with fragile X syndrome could be impor-
tant additions to studies that focus on the role of quality of social functioning in a 
variety of everyday decisions and behaviors.

Many of us who would not meet the formal criteria for ADHD suffer from some 
level of attention deficit that could interfere with our ability to make sound decisions 
in everyday life. An index of the ability to attend to relevant stimuli in the environ-
ment would be a useful tool for assessing the effectiveness of different educational 
programs aimed at increasing attention. We conclude this chapter by stating that the 
inclusion of samples of high-functioning persons on the autism spectrum allowed us 
to better understand both the strengths and weaknesses of this increasing segment of 
society and how these insights might extend to the general population. Studies such 
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as these could increase our ability to understand this special population and the 
processes underlying both group and individual differences in decision making 
which can interfere with the quality of life.
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Chapter 15
Cognitive, Emotional, and Moral  
Decision Making in Adolescents and Adults 
with Autism Spectrum Disorder 

Hidetsugu Komeda

This chapter first reviews cognitive decision making in adolescents and adults with 
and without autism spectrum disorders (ASD), with a focus on executive function in 
scenarios such as gambling tasks. A second focus is on emotional decision making 
in adolescents and adults with and without ASD. Alexithymia and interoception 
have been found to have an important impact on emotional decision making. 
Alexithymia is characterized by difficulties in recognizing emotions from internal 
bodily sensations and frequently co-occurs in as many as 50% of individuals with 
ASD (Hill, et al., 2004; Shah, et al., 2016b). Effects of comorbidity, such as ASD 
with alexithymia traits, are also considered, along with neuroimaging and behav-
ioral studies of emotional decision making. A third focus is on moral decision mak-
ing and individual differences in adolescents with ASD and adolescents with callous 
and unemotional traits. Finally, a support program for enhancement of decision 
making in adolescents and adults with ASD is proposed.

Alexithymia is a subclinical phenomenon involving a lack of emotional aware-
ness or difficulty in identifying and describing feelings and in distinguishing feel-
ings from the bodily sensations of emotional arousal (Nemiah et al., 1976; Sifneos, 
1973). Self-report is the most widely used approach to assessing alexithymia. The 
Toronto group developed a 20-item assessment instrument, the Toronto Alexithymia 
Scale (TAS-20) (Bagby et al., 1994a, b). The TAS-20 assesses three facets of alexi-
thymia: difficulty identifying feelings, difficulty describing feelings, and externally 
oriented thinking. Different dimensions of alexithymia may play a role in different 
anxiety disorders; in fact alexithymia dimensions of difficulty in identifying and 
describing emotions seem more correlated to panic disorder (PD), post-traumatic 
stress disorder (PTSD), social phobia, and generalized anxiety disorder, whereas 
externally oriented thinking may be more closely related to obsessive compulsive 
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disorder (De Berardis et al., 2008). Alexithymia may cause anxiety and sleep-related 
issues (Tani et al., 2004), and the inability to express and externalize emotions in a 
healthy way can lead to a variety of psychosomatic manifestations, including 
immune, gastrointestinal, and circadian disruptions, all of which are frequently seen 
in ASD (Poquerusse et al., 2018).

Psychopathy is defined as an antisocial disorder in which an individual manifests 
amoral and antisocial behavior, shows a lack of ability to love or establish meaning-
ful personal relationships, expresses extreme egocentricity, and demonstrates a fail-
ure to learn from experience and other behaviors associated with the condition 
(Hermann, 2017). The two most common ways to assess psychopathic traits are to 
use expert rater devices, such as the Psychopathy Checklist-Revised (PCL-R, Hare, 
1991), and self-report inventories, such as the Psychopathic Personality Inventory 
(PPI, (Lilienfeld & Andrews, 1996) and the Minnesota Multiphasic Personality 
Inventory (MMPI, Lilienfeld, 1999).

A personality disorder such as psychopathy, and its likely developmental course, 
is also relevant to intellectual disabilities (ID) (Lindsay, 2007; Morrissey & Hollin, 
2011; Torr, 2003). First, early environmental influences, including poor parenting, 
neglect, and emotional, physical, and sexual abuse, may play a role in the develop-
ment of these disorders (e.g., Hatton & Emerson, 2004; Hill, 2003; Marshall & 
Cooke, 1999). Children with ID are more likely to suffer from environmental disad-
vantages, which may be related to psychopathology involving abnormal cognitions, 
behavior, and experiences including psychopathy and conduct disorder (Hatton & 
Emerson, 2004). Second, population studies indicate that conduct disorder is over-
represented in ID populations (Emerson, 2003), and many conduct disordered chil-
dren and adolescents have significantly elevated rates of ID (e.g., Moffitt et  al., 
2008; Vizard et al., 2004). Third, longitudinal research has found that low verbal IQ 
(FSIQ below 90), poor concentration, restlessness, and high impulsivity at age 8–10 
years significantly predict high psychopathy scores at age 48 years (e.g., Farrington, 
2004, 2006). Thus, children and adolescents with ID may be likely to present with 
some of the early risk factors associated with the development of psychopathy.

Empathy can be divided into two types: cognitive empathy, which is to identify 
the emotions of others, and emotional empathy, which is to share or match one’s 
emotions with another’s (De Waal & Preston, 2017). Mencl and May (2009) found 
that cognitive empathy was more strongly related to principle-based evaluations 
that placed the individual’s own responsibilities toward others and the well-being of 
others first.

Psychopathy and ASD are two conditions associated with empathy deficits. 
Psychopathy is predominantly characterized by a reduced capacity for remorse and 
a propensity for callous or antisocial behavior (e.g., Cleckley, 1976) and has been 
linked to intact cognitive empathy (i.e., ability to infer the thoughts and feelings of 
others) and to impaired emotional empathy (i.e., ability to experience vicarious 
arousal and resonate with others’ feelings). On the other hand, ASD is characterized 
by social communication difficulties (American Psychiatric Association, 2013) and 
has been linked to impaired cognitive empathy but not necessarily to impaired emo-
tional empathy (e.g., Blair, 2008).
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 Decision Making

Research in neuroscience and genetics has improved our understanding of the bio-
logical underpinnings and the nature of brain functioning in decision making in 
individuals with ASD and other developmental disorders (Libero & Kana, 2013). 
The development and implementation of functional MRI (fMRI) techniques have 
caused an explosion of research in the field. Within the past few decades, fMRI has 
become a sophisticated neuroimaging tool for in vivo study of the human brain, 
making possible more convincing investigations of the neurobiological basis of 
ASD and other developmental disorders such as ID and attention deficit hyperactiv-
ity disorder (ADHD).

 Cognitive Decision Making

Decision making is one of the basic cognitive processes of human behavior by 
which a preferred option is chosen from among a set of alternatives based on certain 
criteria. Cognitive decision making is the cognitive domain of decision making. 
Cognitive decision making is a choice behavior in risky situations, in which the 
payoff and the probability of each option are explicit (Mochizuki & Funahashi, 2009).

The Cambridge Gambling Task is a typical task requiring cognitive decision 
making (Clark et al., 2008; Manes et al., 2002). In this task, the participants make a 
probabilistic decision in order to get a token hidden in one of the ten boxes. Each 
box is colored in either red or blue. In every trial, the participants choose the color 
of the box which they think the token is hidden inside. Also the participants select 
how much to bet on the color choice from the current balance of the game money. 
Participants have to make a decision based on a comparison of the payoffs and their 
probabilities among the options in order to earn as much money as possible.

A gambling task is often used to measure cognitive decision making (Table 15.1). 
Wu et al. (2018) designed and administered a gambling task to 33 adults with ASD 
and 47 typically developed (TD) participants who were matched for age and 
IQ.  When participants were presented with choices for which they could make 
either a risky gamble (e.g., 20% chance of winning £5) or a safe choice (e.g., 100% 
chance of winning £1), the ASD and TD participants did not differ in their overall 
risk-taking choices; however, the ASD participants were more consistent in their 
individual choices from trial to trial. Further, while members of the ASD group were 
slower to make some decisions (i.e., in the win frame and the first half of the lose 
frame), by the end of the task their decision times were the same as those of the TD 
group. These results suggest that the tendency toward repetitive behavior exhibited 
by individuals with ASD may be demonstrated even in high-level decision-making 
tasks (Wu et al., 2018).

Fuzzy-trace theory has proposed two types of mental representation, gist and 
verbatim (Reyna & Brainerd, 1995). Fuzzy-trace theory predicts that children and 
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adolescents will use more precise, verbatim-based processing of risks and rewards. 
Because they trade off risks and rewards and are less influenced by gist or the con-
text of gains or losses, their choices are more consistent. However, adults show 
more risky-choice framing biases than children (Reyna et  al., 2015). Individuals 
with ASD show weaker gist-based processing but stronger verbatim processing than 
TD controls (Reyna et al., 2015), consistent with a cognitive strategy of detailed 
focus found in individuals with ASD (Happé & Frith, 2006).

In the Ultimatum Game (Table 15.1), two people are randomly matched, one as 
proposer and one as responder, and told they will play a game exactly one time. The 
proposer is endowed with an amount of money and suggests a division of that 
amount between herself or himself and her or his responder. The responder observes 
the suggestion and decides whether to accept or reject. If it is accepted, then both 
earn the amount implied by the proposer’s suggestion. If it is rejected, then both the 
proposer and responder earn nothing for the experiment (Houser & McCabe, 2014). 
The Dictator Game (Table 15.1) has one decision point for player 1 and no decision 
point for player 2. Unlike the Ultimatum Game, the Dictator Game may also be 
played as a series of successive rounds. Pairs may remain the same across rounds or 
change for each round (Kahneman, et al., 1986). Hartley and Fisher (2018) com-
pared how children and young adolescents with ASD and language-matched TD 
controls shared resources in age-appropriate versions of the Ultimatum Game, 
which illustrates conflict between fairness and economic utility, and the Dictator 
Game. In the Ultimatum Game, one participant has a desirable resource and is 
required to offer a proportion to a partner who has nothing. On acceptance, the 
resource is split as proposed and both persons keep a share. On rejection, neither 
person keeps any of the resource. The Dictator Game follows the same format 
except for one important difference: the partner must always accept whatever share 
is offered. Previous studies showed that TD adults consistently offer 40–45% of the 
endowed amount in the Ultimatum Game and 20–25% of the endowed amount in 
the Dictator Game (Camerer 2003; Henrich et al. 2005; Rigdon 2003). Children and 
young adolescents with ASD were significantly less likely to reciprocate the offers 
of a puppet in the Ultimatum Game and much more likely to accept unfair offers in 
the Ultimatum Game, indicating reduced aversion to inequality (Hartley & 
Fisher, 2018).

Bibby (2016) found that alexithymia is a precursor to loss-chasing in gambling. 
Loss-chasing is the tendency of a gambler to amplify their betting in an effort to 
recoup prior losses (Zhang & Clark, 2020). For example, participants high in alexi-
thymia may bet 22.7% after a win. However, after a loss they often bet significantly 
more (e.g., 27.0%). In other words, participants high in alexithymia tend to chase 
their losses (Bibby, 2016). The tendency to loss-chase depends on the need to 
regain prior losses and the failure to process the emotional consequences of those 
losses. Two areas of research suggest why there is a relationship between alexi-
thymia and loss-chasing. First, individuals who are high in alexithymia may have 
difficulty processing information about losses (Bibby & Ferguson, 2011), and sec-
ond, the neurological structures implicated in loss-chasing (Campbell-Meiklejohn 
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et  al., 2008) clearly differ in individuals with and without alexithymia (Berthoz 
et al., 2002; Kano et al., 2003, 2007; Mantani et al., 2005; Moriguchi et al., 2006).

Zhang et al. (2017) compared performance of participants with alexithymia and 
a control group on the Iowa Gambling Task and the Game of Dice Task. Participants 
with alexithymia demonstrated performance deficits relative to the control group on 
the Gambling Task but not on the Dice Task.

Lösel and Schmucker (2004) assessed 49 male prison inmates with the gambling 
task of Bechara et al. (1994), the Psychopathy Checklist-Revised (PCL-R, Hare, 
1991), and standardized tests of the ability to concentrate and sustain attention. The 
results revealed no general relationship between psychopathy and gambling task 
performance. However, the finding that individuals with psychopathy and low atten-
tion had more prior convictions than those with high attention suggests that our 
differentiation has implications beyond an experimental problem situation such as 
the gambling task.

Mayer et  al. (2018) presented healthy individuals (violent offenders and con-
trols) with the Empathic Dictator Game, which extends the classical Dictator Game 
by inducing empathy. Mayer et al. (2018) measured both self-report data and per-
formance in the Movie for the Assessment of Social Cognition (MASC, Dziobek 
et al., 2006), a video-based measure sensitive to deficits in cognitive empathy. As 
for participants, the mean age of male violent offenders (n = 42) was 32.79, and the 
mean age of a male control group (n = 33) was 28.82. Participants completed one 
standard Dictator Game scenario with a hypothetical player. Afterward, participants 
were introduced to the Empathic Dictator Game. They were told that they would 
watch the same videos two times, with and without empathy ratings. In the case 
without empathy ratings, they would be asked to distribute 10 monetary units at any 
rate between themselves and the person in the respective video. In addition, all par-
ticipants were informed that the monetary units kept during the task would be con-
verted into real money and added to their reimbursement. Just like in the empathy 
task, each trial started with the randomized presentation of one of the 44 videos, but 
was then followed by the question “How many points do you want to give to the 
person?”. Participants indicated on a scale from 0 to 10 how many monetary units 
they wanted to share with the person in the respective video. Following the response, 
a feedback screen indicating the payoffs for both parties appeared for 3000 ms (e.g., 
“You get 3 points; the other person gets 7 points”). The final screen contained infor-
mation about participants’ overall payoffs. Although violent offenders exhibited 
less altruistic behavior than controls, empathy induction increased prosocial behav-
ior in both violent offenders and the control group, although higher alexithymia 
scores were associated with less altruistic behavior. Psychopathic traits were associ-
ated with lower self-reported empathy, higher alexithymia scores, attenuated affec-
tive responding following empathy induction, and less altruistic sharing.

Osumi and Ohira (2010) measured electrodermal responses to fair and unfair 
offers in the Ultimatum Game to examine the decision making of college students 
with high and low tendencies for psychopathy. Compared to controls with low psy-
chopathy, individuals with a high tendency toward psychopathy more often chose 
economic utility by accepting unfair offers. This suggests that the affective deficit of 
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Table 15.1 Evaluations of individuals with autism, alexithymia, and psychopathy relative to 
typically developing individuals on cognitive decision-making tasks

Gambling task Ultimatum and dictator games

Autism No difference Accept more unfair offers
Alexithymia Greater loss-chasing Exhibit less altruistic behavior
Psychopathy No difference Choose economic utility by accepting more 

unfair offers

psychopathy may be associated with insensitivity to unfairness, which may in turn 
contribute to a rational decision to accept unfair offers.

 Emotional Decision Making

Emotional decision making is a choice behavior under ambiguous conditions in 
which the information regarding the payoff and the probability of each option is 
insufficient (Mochizuki & Funahashi, 2009). The Iowa Gambling Task (Bechara, 
et al., 1994; Bechara, & Damasio, 2005) is one of the typical behavioral tasks which 
requires emotional decision making. In the Iowa Gambling Task, the subject needs 
to accomplish 100 card selections from four options of card decks. Every card selec-
tion provides gain of the game money, but sometimes provides loss simultaneously. 
Four decks have different schedules of gains and losses, but the subject is not 
informed about these schedules and must learn the optimum choice strategy in a 
trial-and-error manner. Based on the series of experiments using the Iowa Gambling 
Task, Damasio (1996) proposed the somatic marker hypothesis, an important theory 
explaining the roles of emotion in decision making. The somatic marker hypothesis 
assumes that the decision is biased by the autonomic somatic responses closely 
linked to emotion (Damasio, 1996). These autonomic somatic responses may be 
related to emotional empathy.

Some individuals with ASD exhibit atypical emotional processing and moral 
judgments. Because emotional deficits in ASD may be due to co-occurring alexi-
thymia, atypical moral judgments in ASD may also be attributable to alexithymia 
(Bird et al., 2010). In Brewer et al. (2015), individuals with and without ASD (i.e., 
matched for alexithymia) judged the moral acceptability of emotional statements 
(those evoking happiness, sadness, fear, disgust, and anger) and identified the emo-
tions evoked by the statements. Twenty-five individuals with and 22 individuals 
without a diagnosis of ASD participated in this study. The task validated by a previ-
ous study assessed moral judgments (Marsh & Cardinale, 2012). Participants 
viewed 100 emotive statements evoking happiness, sadness, fear, disgust, and anger. 
For example, statements included “I bought you a present” (happiness), “I do not 
want to be friends any more” (sadness), “I could easily hurt you” (fear), “I never 
wash my hands” (disgust), and “I broke your phone on purpose” (anger). Each state-
ment was presented once, with order randomized across participants. Participants 
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were required to rate the moral acceptability of saying each statement to another 
person, ranging from 1 (never acceptable) to 4 (always acceptable). Ability to iden-
tify the evoked emotion was assessed by presenting the same statements in a ran-
dom order and requiring participants to identify their own emotional response to 
each statement, from happiness, sadness, disgust, anger, and fear. In the control 
group, the mean of happiness was 3.22, the mean of sadness was 2.34, the mean of 
disgust was 2.02, the mean of anger was 1.88, and the mean of fear was 1.85. In the 
ASD group, the mean of happiness was 3.50, the mean of sadness was 2.14, the 
mean of disgust was 1.99, the mean of anger was 1.80, and the mean of fear was 
1.69. The ASD and alexithymia-matched control groups did not differ significantly 
in individual morality scores. Correlation analyses compared the relationship 
between emotion identification typicality and moral acceptability judgments in each 
group. In the control group, emotion identification scores correlated with Global 
Morality scores (higher scores indicate more severe difficulties in judging moral 
acceptability), r =.741, p < .001, whereas these scores were not correlated in the 
ASD group, r = .093, p < .657 (Brewer et al. 2015). Alexithymia predicted moral 
acceptability judgments only for individuals without ASD, and those with ASD did 
not base their moral acceptability judgments on emotional information. These 
results are consistent with evidence that decision making is less subject to emotional 
biases (distortion in cognition and decision making due to emotional factors) in 
individuals with ASD (Brewer et al., 2015; Damiano, et al., 2012; De Martino et al., 
2008). Because the amygdala plays a role in emotionally biased decision making 
(De Martino et al., 2006), decision making in ASD may be less subject to emotional 
information because of reduced activation or atypical connectivity of the amygdala 
(De Martino et al., 2008).

The way choices are framed influences, and these framing effects emerge, when 
emotional responses are integrated under uncertainty. Framing effects were believed 
to be reduced in individuals with ASD because of their lower tendency to incorpo-
rate emotional information in the decision-making process. However, recent 
research suggests that emotional processing impairments in ASD may be attribut-
able to co-occurring alexithymia, which is thought to arise from impaired interocep-
tion (the ability to perceive the internal state of one’s body).

Interoception is the perception of visceral sensations such as cardiac signals and 
respiratory volume. It contributes significantly to variability in a range of affective 
experiences, including emotional lability (Schandry, 1981), arousal focus (Barrett 
et al., 2004), and emotional decision making (Furman et al., 2013; Harshaw, 2015). 
Furman et al. (2013) found that decision-making deficits in major depressive disor-
der are associated with reduced heartbeat perception in interoceptive dysfunction. 
Poorer interoceptive sensitivity is correlated with alexithymia and involves diffi-
culty identifying and communicating about internal signals and emotional states 
(e.g., Herbert et al., 2011; Kano et al., 2007; Näring & Van der Staak, 1995). This 
raises the possibility that emotional signals are not perceived by individuals with 
ASD. Because decision making is impaired in individuals with alexithymia, reduced 
framing effects in ASD may be a product of co-occurring alexithymia rather than 
ASD itself (Shah et al., 2016a). Shah et al. (2016a) compared framing effects in 
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ASD individuals with TD controls matched for alexithymia. Framing effects were 
significantly smaller in ASD individuals, and there was no relationship between 
alexithymia or interoception and decision making in the ASD group. However, in 
the TD group, framing effects were associated with alexithymia and interoception 
even after controlling for autistic traits. Thus, although framing effects are associ-
ated with interoception and alexithymia in the TD population, emotional and intero-
ceptive signals have less impact upon the decision-making process in ASD (Shah 
et al., 2016a, b).

In an online study (N = 541) and a laboratory study (N = 55), Samur et al. (2020) 
required participants with varying levels of alexithymia to read first- and/or third- 
person narrated texts and then rate their narrative engagement. Narrative engage-
ment was higher for participants who assumed a first-person (rather than 
third-person) perspective and for those who were lower (rather than higher) on 
alexithymia. Narrative perspective interacted with affective facets of alexithymia 
(i.e., emotionalizing and fantasizing), such that first-person (rather than third- 
person) stories elicited more narrative engagement at lower (but not at higher) levels 
of affective alexithymia. These findings suggest that alexithymia is related to diffi-
culties in mentally simulating narrative worlds (Samur et al., 2020).

As noted earlier, Brewer et al. (2015) found that moral acceptability judgments 
were predicted by alexithymia only for individuals without ASD, and those with 
ASD did not base their moral acceptability judgments on emotional information. 
Thus individuals with ASD may rely more on rules to judge moral acceptability. 
Brewer et al. (2015) also found that although ASD did not affect judgments of moral 
acceptability, it moderated the relationship between alexithymia and these judg-
ments (Table 15.2). In TD individuals, alexithymia was associated with atypical 
moral acceptability judgments, such that individuals with more severe alexithymia 
considered it less acceptable to induce happiness in others and more acceptable to 
induce sadness, fear, disgust, and anger.

Vyas et al. (2017) examined the relationship between utilitarian decision making 
(e.g., the participant, a bystander, can pull a lever to divert the train onto another 
track, where only one worker will die) and two conditions considered to be associ-
ated with deficits in empathy: psychopathy and ASD  (Table 15.2). Those who 
scored high for either psychopathic or autistic traits did not exhibit better utilitarian 
decision making than the low trait groups, although the two high trait groups 
reported that making decisions that caused harm or distress to others would cause 
them less discomfort.

Table 15.2 Evaluations of individuals with autism, alexithymia, and psychopathy relative to 
typically developing individuals on emotional decision-making tasks

Trolley problem Story task

Autism No enhancement of utilitarian 
decision making

Unreliable judgments of accidental and 
attempted harm as morally different

Alexithymia Greater utilitarian tendencies Association with atypical moral acceptability 
judgments

Psychopathy No enhancement of utilitarian 
decision making

Failure to use prospective regret signals to 
guide choice behavior
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Using a counterfactual decision-making paradigm, Baskin-Sommersa et  al.  
(2016) found that individuals who scored higher on a measure of psychopathy 
reported negative affect in response to regret-inducing outcomes as often as, or 
more often than, individuals who scored lower on a measure of psychopathy; how-
ever, they did not use prospective regret signals to guide choice behavior. Thus 
Baskin-Sommersa et al. (2016) identified a specific deficit in the ability of individu-
als with psychopathic traits to integrate prospective counterfactual signals into deci-
sion making.

 Moral Decision Making

The broader term moral decision making refers to any decision, including judg-
ments, evaluations, and response choices, made within the moral domain (Smetana, 
2006, Turiel, 1983) for example, decisions regarding moral issues or principles such 
as justice, harm, fairness, and care (Garrigan et al., 2018). In the empirical studies 
in moral decision making, the following tasks were used, for example, paradigms 
involving semantic judgments of sentences with moral content (Heekeren et  al., 
2003), judgments of disgust and indignation in response to sentences with moral- 
emotional connotations (Moll et al., 2005), or moral judgments after participation in 
game tasks such as the Dictator or Ultimatum Games (Hofmann & Baumert, 2010; 
Takezawa et al., 2006).

Haidt (2001) proposed an intuitionist model of moral judgment in which moral 
development does not rely on discursive moral reasoning. According to Dempsey 
et al. (2020), Haidt’s model may account for weak moral reasoning among individu-
als with autism, in whom moral judgments are generally intact. Investigations of 
moral reasoning in ASD that use an intuitionist approach may successfully identify 
both social-cognitive strengths and weaknesses among people with ASD.

In order to investigate the developmental processes of moral decision making, 
Komeda et al. (2016) examined the information used by early adolescents with and 
without ASD when they judged story protagonists as good or bad. Tables 15.3 and 
15.4 show sample stories used in Experiment 1. Komeda et al. (2016) predicted that 
adolescents with ASD would use protagonists’ behavior when making judgments, 
while TD adolescents would use protagonists’ characteristics. In Experiment 1, sen-
tence by sentence reading times and percentages of good or bad judgments were 

Table 15.3 Sample stories with good characteristics and good and bad behavior outcomes in 
Experiment 1

Good characteristics with good behavior Good characteristics with bad behavior

Takeru-kun is a nice boy who likes to 
please his father.

Takeru-kun is a nice boy who likes to please his 
father.

He said to his father, “Let's go watch 
your favorite football team play!”

He said to his father, “Let's go see my favorite 
cartoon movie!” when his father was very busy.

His father smiled when he looked at his son’s happy face.
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Table 15.4 Sample stories with bad characteristics and good and bad behavior outcome in 
Experiment 1

Bad characteristics with good behavior Bad characteristics with bad behavior

Tomoo-kun is a selfish boy who only 
thinks of himself.

Tomoo-kun is a selfish boy who only thinks of 
himself.

He said to his father, “Let's go watch 
your favorite football team play!”

He said to his father, “Let's go see my favorite 
cartoon movie!” when his father was very busy.

His father smiled when he looked at his son’s happy face.

Fig. 15.1 Sample stimuli in Experiment 2 (bad characteristics with bad behavior, bad outcome vs 
good characteristics with good behavior, bad outcome)

measured. In Experiment 2, two story protagonists were presented, and the partici-
pants determined which protagonist was better or worse. Figures 15.1 and 15.2 
show the sample stimuli in Experiment 2.

The results of Experiment 1 showed that, in order to judge story protagonists as 
good or bad, adolescents with ASD used protagonist behaviors and outcomes, 
whereas TD adolescents used protagonist characteristics, behaviors, and outcomes. 
In Experiment 2, TD adolescents used protagonist characteristics in determining 
which protagonist was worse. In situations in which participants could not go back 
and assess (Experiment 1), and in comparable situations in which all information 
was available (Experiment 2), adolescents with ASD did not rely on information 
about individual characteristics when making moral judgments.

People with ID and developmental disabilities often have impaired working 
memory abilities, and as a consequence, they may have poor decision-making abili-
ties (Caceda et al., 2014). In Komeda et al. (2016), early adolescents with ASD who 
did not have difficulty with working memory showed altered decision making. The 
ASD group consisted of 19 participants (two females and 17 males), and the TD 
group consisted of 20 participants (two females and 18 males). Working memory 
abilities were measured by the Wechsler Intelligence Scale for Children-Fourth 
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Fig. 15.2 Sample stimuli in Experiment 2 (bad characteristics with good behavior, bad outcome 
vs good characteristics with bad behavior, bad outcome)

Edition (WISC-IV). The adolescents with ASD engaged in at least two updating 
processes during decision making: one to process the congruencies between the 
characteristics and behaviors and another to process the congruencies between the 
behaviors and outcomes, whereas TD adolescents appeared to engage in a single 
updating process for the congruencies between the behaviors and outcomes, when 
reading stories describing moral situation. As a consequence of these strategic dif-
ferences, ASD adolescents fail to use  characteristics information when making 
moral judgments about a story protagonist. In Experiment 2, TD adolescents used 
characteristics information when making moral judgments in a situation where mul-
tiple information could be processed at the same time. Taken together, in situations 
in which participants cannot go back and evaluate (Experiment 1), and in compa-
rable situations in which all information is available at the same time (Experiment 
2), adolescents with ASD do not rely on information about individual characteristics 
when making moral judgments.

Using a story task, Moran et al. (2011) tested whether adults with ASD make 
atypical moral judgments when they need to consider both the intentions (based on 
theory of mind) and outcomes of a person’s actions. Moran et al. (2011) presented 
the following story:

Dan is giving a visitor a tour of a laboratory. Before visitors enter the testing 
room, all test tubes containing disease antigens must be contained in a chamber by 
flipping a switch. A repairman has just come to fix the switch, which had been bro-
ken. The switch has been successfully repaired, so the test tubes are quite safely 
contained. Thus, anybody who enters the room will be safe and unexposed. Dan 
believes that the switch is still broken after a conversation with the repairman, so he 
believes it is not safe for the visitor to enter. Dan tells the visitor to enter the testing 
room. The visitor does not contract any disease and is fine.
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After reading the story, participants used a 7-point scale to judge whether telling 
the visitor to enter was forbidden (1) to permissible (7). Performance of ASD and 
TD groups did not differ on the false belief task, but on the moral judgment task, 
group differences were found for judgments of accidental harm, but not for neutral 
acts, attempted harm, or intentional harm. The TD group judged accidental harm as 
less morally wrong than attempted harm, but the ASD group did not find these to be 
morally different. In judging accidental harm, ASD participants relied less on infor-
mation about a person’s innocent intention and more on negative outcome of the 
action. To Moran et  al. (2011), these results revealed impairments in integrating 
mental state information for moral judgments in individuals with ASD.

Gleichgerrcht et  al. (2013) observed responses to two moral scenarios, one 
impersonal and one personal moral scenario, as follows:

 (a) Impersonal scenario: The trolley dilemma required participants to decide 
whether to flip a switch to redirect a trolley onto a man and away from a group 
of five people (utilitarian response) or whether to allow the trolley to hit the five 
people (deontological response).

 (b) Personal scenario: The footbridge dilemma required participants to decide 
whether to push a man off a bridge so that his body would stop the trolley from 
hitting five people further down the tracks (utilitarian response) or whether to 
allow the trolley to hit the five people (deontological response).

Gleichgerrcht et al. (2013) found that individuals with ASD who provided utilitar-
ian responses to moral scenarios demonstrated lower ability to infer other people’s 
mental states and to understand their intentions, as measured both by performance 
on neuropsychological tests and through dispositional measures. They concluded 
that greater prevalence of utilitarianism in ASD is associated with difficulties in 
specific aspects of social cognition.

On the other hand, Patil et al. (2016) investigated moral evaluations in individu-
als with ASD using a highly emotionally salient moral dilemma task that involved 
personally carrying out harmful utilitarian behaviors intended to maximize welfare. 
Individuals with ASD exhibited a normal pattern of moral judgments despite defi-
cits in social cognition and emotional processing. Further, autistic traits were asso-
ciated with lower utilitarian bias due to elevated personal distress from demanding 
social situations, while alexithymic traits were associated with greater utilitarian 
bias due to reduced empathic concern for the victim (Patil et al., 2016).

Patil and Silani (2014) studied responses to emotionally aversive personal moral 
dilemmas and found that trait alexithymia was associated with greater utilitarian 
tendencies, due to lower empathic concern for the victim (Table 15.5). These results 
underscore the importance of empathy in moral judgments in the harm/care domain 
of morality.

Komeda et al. (2019) investigated the relationship between alexithymia and cog-
nitive empathy in helping motivation. Individuals with ASD and intelligence- and 
age-matched TD individuals were instructed to read 24 stories (12 which featured 
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protagonists with ASD and 12 which featured TD protagonists) and respond to the 
following questions: “How did the protagonist feel?” and “Would you help if the 
protagonist were in trouble?”. After controlling for alexithymia and autism- spectrum 
quotient (AQ) based on multiple regression analyses, individuals with ASD were 
found to empathize with other people with ASD and were motivated to help other 
people with ASD.

Further, social skills and attention to detail were associated with decreased help-
ing motivation for story characters with ASD. Social skills among AQ subscales 
(social skills, attention switching, attention to detail, communication, and imagina-
tion) were the dominant predictors of lower helping motivation. These findings sug-
gest that alexithymia and low social skills reduce helping motivation in individuals 
with ASD (Komeda et al., 2019). Komeda et al. (2019) found that participants with 
ASD showed greater empathetic responses for people with ASD than did TD par-
ticipants, whereas TD participants showed greater empathetic responses and greater 
helping motivation for TD people than did ASD participants  (Table 15.5). In the 
decision-making situation, ASD adolescents are likely to judge other people with 
ASD more positively than other TD people. The difference between in-group and 
out-group on decision making should be considered in the social situations.

Patil (2015) showed that trait psychopathy is associated with both reduced out-
come aversion (aversion to witnessing harmful outcomes) and action aversion (per-
forming harmful actions), but only action aversion negatively mediates the influence 
of trait psychopathy on utilitarian moral judgment. Thus, the greater tendency of 
individuals with psychopathy to make utilitarian moral judgments is in part due to 
lower aversion to carrying out harmful actions (Table 15.5).

Pletti et al. (2016) reported that participants with high trait psychopathy were 
more likely to sacrifice one person to save others in sacrificial dilemmas and to 
pursue a personal advantage in everyday moral situations that caused harm to 
another. These participants also experienced less unpleasantness during decision 
making in these situations, compared to participants with low trait psychopathy. But 
for everyday moral situations that did not entail harm to others, no group differences 
emerged in choice of action, unpleasantness ratings, or moral judgments. These 
results suggest that high trait psychopathy affects action choices in sacrificial dilem-
mas because of reduced emotional reactivity to harmful acts (Pletti et al., 2016).

Koenigs et al. (2012) investigated whether psychopathic subtypes (low-anxious, 
high-anxious, and non-psychopathic) exhibit significant differences in moral judg-
ment. Three groups of incarcerated participants (low-anxious psychopaths (n = 12), 
high-anxious psychopaths (n = 12), and non-psychopaths (n = 24) completed a 
moral judgment test involving hypothetical moral dilemmas that featured personal 
(i.e., involving direct physical harm) or impersonal (i.e., involving indirect or 
remote harm) actions. Participants made judgments on a series of 24 hypothetical 
moral scenarios (e.g., “pushing one person off a bridge to stop a runaway train car 
from hitting five people,” “pulling a switch to divert a runaway boxcar from hitting 
five people”), which were selected from a previously published set (Greene et al., 
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2001, 2004; Koenigs & Tranel, 2007). Each scenario was presented on a single 
sheet of paper, followed by a question about a hypothetical action related to the 
scenario (“Would you ... in order to ...?”). This question format follows previous 
clinical and prison studies (Koenigs & Tranel, 2007; Cima et al., 2010). Participants 
chose “yes” or “no, and” “yes” responses always indicated commission of the pro-
posed action. Both low- and high-anxious psychopathic groups were significantly 
more likely than the non-psychopathic group to endorse the impersonal actions. 
However, only the low-anxious group was significantly more likely to make the 
utilitarian choice of personal harm when committing the harm would maximize 
aggregate welfare. The high-anxious and non-psychopathic groups did not signifi-
cantly differ in their personal moral judgments. In conclusion, the results presented 
here are broadly consistent with the theoretical perspective that primary (low- 
anxious) psychopathy may entail a particular affective deficit that is not necessarily 
present in secondary (high-anxious) psychopathy (Blackburn et al., 2008; Karpman, 
1946; Karpman, 1948).

Individuals with psychopathy show antisocial and immoral behavior, but experi-
mental studies have typically failed to identify deficits in their capacities for explicit 
moral judgment. Young et al. (2012) tested 20 criminal psychopaths and 25 criminal 
non-psychopaths on a moral judgment task featuring fictional scenarios that system-
atically varied an actor’s intention and the action’s outcome. Participants were 
instructed to assess four classes of actions: accidental harm, attempted harm, inten-
tional harm, and neutral acts. Individuals with psychopathy showed a selective dif-
ference, compared with non-psychopaths, in judging accidents in which one person 
harmed another unintentionally. Specifically, individuals with psychopathy judged 
these actions to be more morally permissible. Young et al. (2012) suggest that this 
pattern reflects psychopaths’ difficulties  to appreciate the emotional factor of the 
victim’s experience of harm. These findings provide experimental evidence of atyp-
ical moral judgment in psychopathy (Table 15.5).

Table 15.5 Evaluations of individuals with autism, alexithymia, and psychopathy relative to 
typically developing individuals on moral decision-making tasks

Moral dilemma Story task

Autism No difference Reliance on information about 
individual behaviors rather than 
individual characteristics

Alexithymia Associated with increased utilitarian bias Lower helping motivation in 
individuals with ASD

Psychopathy More likely to sacrifice one person to save 
others in sacrificial dilemmas and to pursue a 
personal advantage in everyday moral situations 
entailing harm to another’s good

Failure to appreciate emotional 
aspects of the victim’s 
experience of harm
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 Support Program for Decision Making

Finally, support programs for decision making are considered based on empirical 
decision-making studies. The support programs for ASD, alexithymia, and psy-
chopathy are introduced in this section.

Luke et al. (2012) found that participants with ASD reported experiencing prob-
lems in decision-making more frequently than TD participants and were also more 
likely to report decision-making avoidance, as measured by the general decision 
making style inventory (Scott & Bruce, 1995). The finding suggests that children 
and adults with ASD could benefit from support during decision making (Luke 
et al., 2012).

With respect to ASD, training programs have generally focused on children and 
young adolescents, either targeting behavioral difficulties (e.g., turn-taking or eye 
contact; Barry et al., 2003) or providing training in cognitive skills (e.g., explicit 
awareness of others’ thoughts or emotions, Gray, 1995).

With respect to alexithymia, Gay et al. (2008) devised an eight-week training 
program using hypnotic imagery. Thirty-one female college students with alexi-
thymia—defined as scores above 60 on the 20-item TAS-20—were randomly 
assigned to either an eight-week hypnotic-imagery training program (n = 14) or a 
control condition (n = 17), which consisted only of attending evaluation sessions. 
Participants in the hypnotic-imagery condition attended half-hour sessions during 
which they were read standardized scripts involving a traumatic situation and asso-
ciated negative feelings, and they were guided to experience different emotions and 
mental imagery. Alexithymia was measured with the TAS-20. Hypnotic-imagery 
training resulted in a significant reduction in TAS-20 total score that was indepen-
dent of changes in mood states. Alexithymia was not found to change significantly 
in the control group.

With respect to psychopathy, treatment has focused on reducing recidivism in 
forensic samples and has often been unsuccessful (Pickersgill, 2011). Interviews of 
a group of neuroscientists revealed that most believed that biological interventions 
should be used alongside psychotherapeutic strategies, although they were not sure 
about, or strongly committed to, such interventions. For example, a doctor who 
believed that neuroscience could help inform psychological interventions and that 
some kind of psychopharmacological management technique for psychopathy was 
likely to be necessary was “not sure exactly what that’s going to be” (Pickersgill, 
2011). Although respondents generally felt that neuroscience research held promise 
for psychological interventions, they recognized that translating this work into new 
interventions would not be straightforward, and some saw their work as better suited 
to identifying interventions that would not be productive.

There are few programs that support lifelong development of decision-making 
abilities in typically or atypically developing individuals with ASD, alexithymia, 
and psychopathy. More robust and reliable basic findings will be necessary to 
develop such training programs. For future advancement of these efforts, it is 
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increasingly important that psychologists, neuroscientists, biologists, medical doc-
tors, counselors, social workers, and school teachers collaborate based on mutual 
respect.

 Conclusion and Recommendations

This chapter reviewed several types of decision making in the individuals with 
ASD, individuals with alexithymia, and individuals with psychopathy. In the cogni-
tive decision-making tasks, individuals with ASD tend to accept unfair offers, indi-
viduals with alexithymia show greater loss-chasing decision making, and individuals 
with psychopathy choose economic utility by accepting unfair offers. In the emo-
tional decision-making tasks, individuals with ASD do not show enhancement of 
utilitarian decision making, individuals with alexithymia show greater utilitarian 
tendencies, and individuals with psychopathy do not use prospective regret to guide 
choice behavior. In the moral decision-making tasks, individuals with ASD tend to 
rely on information about individual behaviors rather than individual characteris-
tics, individuals with alexithymia show increased utilitarian bias, and individuals 
with psychopathy do not appreciate the emotional aspect of victim’s experience 
of harm.

It is important to consider the comorbidity to apply these findings to real-life 
situations. For example, the incidence of alexithymia is high in the ASD population 
(40–65% of adults with autism, Bird & Cook, 2013). A recent study shows that 
alexithymia could be considered a potentially common mechanism underlying psy-
chopathy (Psederska et al., 2019). ID is also comorbid with ASD, alexithymia, and 
psychopathy. Thus, future studies on decision making should take into consider-
ation the comorbidity of several personality traits and disorders.

Additionally, this chapter classified decision making in terms of its cognitive, 
emotional, and moral components. These classifications are not always appropriate 
in real-life settings. For example, moral decision making is associated with cognitive 
and emotional decision making. It is essential to look carefully at the individual in 
front of you and to consider individual differences when investigating decision mak-
ing in special populations. This chapter may provide some evidence of the impor-
tance of observing people with different backgrounds from several points of view.
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Chapter 16
Decision Making During Transition 
to Adulthood

Maria P. Mello and Kelli Sanderson

 Overview of Transition Planning

Between the ages of 16 and 25 years, adolescents and young adults experience a 
major life transition when they leave high school and prepare for adulthood. For 
many typical adolescents and young adults, this may be an exciting time full of 
welcome changes. However, for individuals with intellectual and developmental 
disabilities (IDD), this transition can be difficult and overwhelming. According to 
the American Association on Intellectual and Developmental Disabilities (AAIDD), 
IDD includes individuals with both ID and DD (see Schalock et al., 2021), with  ID 
being “characterized by significant limitations in both intellectual functioning and 
in adaptive behavior” and DD defined as having a “severe, chronic disability that is 
attributable to a mental and/or physical impairment.” Additionally, in AAIDD’s 
most recent (2021) classification manual, an IDD diagnosis requires that either or 
both conditions must be manifested before the age of 22.

For adolescents and young adults with IDD, transition from school to postschool 
life has been described as falling off a cliff. That is, when they leave or graduate 
from school, they typically have few options available in regard to service, employ-
ment, housing/living, community engagement, recreation, social life,  and other 
areas of life. However, this major transition to adult life does not have to be so 
daunting given proper transition planning and services. In order to support this tran-
sition to postschool life for adolescents and young adults with IDD, the Individuals 
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with Disabilities Education Act of 1990 (IDEA) introduced Individualized Transition 
Plans (ITPs) as a required part of the Individualized Education Program (IEP). 
Reauthorizations of IDEA in 1997 and 2004 have emphasized the importance of 
transition. Implemented before students’ 16th birthday, the ITP is a required part of 
the IEP that outlines postsecondary goals in the areas of employment, postsecond-
ary education, and independent living. It is essential for students to have a meaning-
ful transition plan with goals that reflect their interests and preferences.

ITPs specify a set of transition services that are designed to help students suc-
ceed in postschool life. Transition planning includes determining student strengths 
and abilities, interests and preference, needs, and goals. The point of transition plan-
ning is to connect those preferences, needs, and goals to analogous transition ser-
vices. Such services, in turn, support the adolescents and young adults with IDD to 
reach their postsecondary goals and to learn the necessary skills to succeed in adult-
hood and meet their postschool needs. As students prepare to exit school, the transi-
tion planning process plays a critical role in preparing adolescents and young adults 
with IDD for their future (Wehman et al., 2015). Transition planning looks forward, 
envisioning how the adolescents and young adults will engage with their commu-
nity in terms of work, postsecondary education, and independent living once they 
leave the high school setting.

Effective transition planning can produce long-term postschool success for ado-
lescents and young adults with IDD. Postschool outcomes for adolescents and 
young adults with disabilities have notoriously been worse compared to the out-
comes of those without disabilities, with those with disabilities often having poor 
postschool outcomes in regard to employment, independent living, and community 
engagement. Postschool outcomes are even worse for adolescents and young adults 
with IDD compared to individuals with high incidence disabilities, such as specific 
learning disabilities (Newman et al., 2009).

Two important skills that can be addressed during transition planning are self- 
determination and decision making. Such skills can help students to make decisions 
about their life and access the necessary supports they need to be successful after 
high school and to be the director of their own life. The purpose of this chapter is to 
discuss the decision-making process and how to address decision making during 
transition planning for adolescents and young adults with IDD. Given the impor-
tance of decision making for adolescents and young adults with IDD during transi-
tion, this chapter also covers current research-based strategies for decision making 
and self-direction during the transition process. We begin by providing a brief 
description of the role of self-determination and decision making in the transition 
process. Next, we provide an overview of decision making in four key transition 
areas. We conclude by discussing student-directed IEPs, person-centered planning, 
and different evidence-based and promising curricula that can improve decision-
making skills and self-direction for adolescents and young adults with IDD.
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 Self-Determination and Decision Making 

Decision making is an inherent and central skill within the broader self- determination 
framework. Wehmeyer et al. (1996) defines self-determination as “acting as the pri-
mary causal agent in one’s life and making choices and decisions regarding one’s 
quality of life free from undue external influence or interference” (p.  632). 
Adolescents and young adults with IDD who are self-determined are those who 
independently make decisions about their own life and, therefore, self-direct their 
own life (sometimes with self-selected supports).

Self-determination also plays a large role in postschool success and long-term 
outcomes for adolescents and young adults with IDD. During transition, adoles-
cents and young adults with IDD who have better self-determination skills may 
have better quality of life, community engagement, employment, and college out-
comes and are likely to be more independent (Jameson et al., 2015; Powers et al., 
2012; Shogren et al., 2015). Shogren et al. (2015) found that students with IDD with 
better self-determination skills were more likely to have better outcomes in terms of 
employment and community access. Similarly, Wehmeyer and Palmer (2003) found 
that students with IDD who were more self-determined when leaving high school 
were more likely to be living independently, managing their own money and 
finances, caring for their own health, and likely to have a job/be employed. Self- 
determination has also been positively correlated with better work and employment 
outcomes (Martorell et al., 2008) and a better quality of life (Biggs & Carter, 2016; 
Lachapelle et  al., 2005). Indeed, for transition-aged youth with autism, a higher 
level of self-determination was positively correlated to quality of life across all 
domains – physical, psychological, parent, social and peers, and school (Biggs & 
Carter, 2016). Considering the variety of positive outcomes associated with self- 
determination, it follows that self-determination skills (including making decisions 
for one’s self) would be an integral set of skills to develop during transition planning.

Self-determination “means having the power to make decisions, to direct one’s 
actions, to dream and take risks, and to exercise rights and responsibilities” (Powers 
et al., 2012, p. 2182). We can break self-determination down into component parts: 
(1) goal-setting, (2) problem-solving, (3) evaluating and selecting options, (4) tak-
ing action for selected options and decisions made, and (5) self-monitoring progress 
and adjusting goals and actions as needed. Learning and practicing such skills can 
help adolescents and young adults become more self-determined, which can lead to 
greater postschool success on their transition goals (Powers et al., 2012).

 Decision Making in Transition Planning

A central part of becoming a self-determined adolescent and adult is decision mak-
ing. In fact, this is one of the most critical skills an adolescent and young adult with 
IDD can develop to lead the life they want to have. As adolescents and young adults 
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prepare to leave school, they must make a plethora of decisions about various areas 
of their life. Decision making can be a complex process – it can involve identifying 
the available options, weighing the possible consequences of each option, and then 
selecting an option (Burke et al., 2019; Hickson & Khemka, 2013).

Typical adolescents and young adults between the ages of 16 and 25 years make 
a lot of decisions about the trajectory of their lives that impact long-term success in 
adulthood. These decisions include, but are not limited to, deciding where they want 
to go to college (or even if they want to go), in which sports and hobbies they want 
to participate, where and with whom they want to live, what job/career they wish to 
have, financial and money decisions, health decisions, decisions about with whom 
they want to be friends with or in a relationship with, and other important areas of 
adult life. For each of these areas, young adults have to consider their options, pref-
erences, and consequences and then select the best option for themselves. These are 
some of the most important decisions adolescents and young adults with IDD may 
make, which can frame and impact the rest of their adult life.

When adolescents and young adults turn 18 years old, they reach the “age of 
majority.” At this time, there is a transfer of rights, wherein individuals are granted 
new legal rights – including such things as the right to vote, marry, open a credit 
card, and sign legal documents. For adolescents and young adults with IDD, turning 
18 also signifies that they can legally assume decision-making power in regard to 
their special education services (Age of Majority, 2017). In essence, the decision 
making power is transferred from the parent or guardian to the student, meaning the 
student is able consent to evaluation or change of placement or even sign their own 
IEP without their guardians’ approval. This Transfer of Rights can lead to struggles 
between the adolescents and young adults with IDD and their guardians, with dis-
agreements over who should be able to make (or will make the best) decisions 
regarding the student’s future.

In certain cases, when the student has extensive support needs, the transfer of 
rights may be delayed or denied via a court process in which the parent or guardian 
assumes power of attorney or conservatorship/guardianship (Millar & Renzaglia, 
2002). Guardianship refers to an individual who is appointed by the court to make 
decisions for the adolescent or young adult with IDD because they have been deter-
mined to have limited capacity in decision making. However, guardianship can 
serve as a barrier for decision making (Devi et al., 2020; Jameson et al., 2015). One 
of the main issues with guardianship is the restrictive nature of its legal status, “At 
its core, guardianship is too often sought based on the assumption of a lack of 
“capacity” and can be seen as a restrictive form of adult support” (Jameson et al., 
2015, p. 38). Jameson et al. (2015) conducted a parent survey of guardianship and 
found that school personnel were not involved in the guardianship process and did 
not inform the guardianship process. When the transfer of rights does happen, both 
guardians and adolescents and young adults with IDD must be knowledgeable about 
this process. IDEA (2004) requires the education agency to notify guardians in 
advance of the transfer; thus, it is imperative that school personnel be informed 
about the guardianship process (Reynolds et al., 2018).
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Parents and guardians must find ways to meaningfully support their young adults 
as they reach the age of majority and assume their legal rights. In situations of 
guardianship, guardians continue to hold the decision-making powers in all areas of 
life, including special education and transition planning. Even in these cases, par-
ents and guardians can encourage their children to share their interests and prefer-
ences and honor them to the greatest extent possible, even if not legally required. 
With support, practice, and guidance, adolescents and young adults with IDD can 
make informed decisions that will lead to positive outcomes. Many of the decisions 
made during the transition planning process can affect students’ quality of life after 
high school (PACER, 2015). Schools and parents should assume that adolescents 
and young adults with IDD are competent and capable of making decisions and 
being the leaders of their own life during transition planning (Payne-Christiansen & 
Sitlington, 2008; Rood et al., 2015). We review two types of decision making that 
students can engage in during transition planning: independent decision making and 
supported decision making.

 Independent Decision Making

Independent decision making is a process wherein an individual makes decisions on 
their own. This process may require that the adolescent and young adult consider all 
options, weigh the risks and benefits, and select and put into action the right deci-
sion. Other factors that can play a role in decision making are situational factors 
(e.g., setting); motivational processes, such as self-esteem beliefs (e.g., self- 
concept), personal agency beliefs (e.g., locus of control, self-efficacy), and inte-
grated goal processes (e.g., goal identification); environmental factors (e.g., social 
supports); and personal factors (e.g., age, gender, race; Hickson & Khemka, 2006).

The independent decision-making process can be complex and intricate during 
transition planning. Students can be involved in creating and deciding upon their 
own postsecondary goals connected to their needs, strengths, interests, and prefer-
ences. Ideally, during transition planning, all components of the student’s transition 
plan should focus on supporting the student’s progress toward their selected post-
school goals. Postsecondary goals influence a variety of factors, including the 
courses the student will take, the skills the student will work on over the next school 
year, and the types of transition services the student will receive (Mazzotti 
et al., 2009).

In some cases, parents or guardians do not believe the adolescent or young adult 
with IDD has the ability to make informed decisions alone. While all students 
should have a say as to what happens in their own lives, some guardians worry that 
their young adult will make hasty, uninformed decisions that could potentially dam-
age their future prospects. For instance, a student may consent to an inappropriate 
change of placement, or a frustrated student may decide to drop out of school. There 
are relatively few studies that examine the independent decision-making abilities 
and skills of adolescents and young adults with IDD in relation to transition 
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planning. According to Hickson and Khemka (2006), some concerns about the 
decision- making ability for adolescents and young adults with IDD may be war-
ranted. While the studies described in Hickson and Khemka were not specifically 
related to making decisions during transition planning, they highlighted how in 
some instances adolescents with IDD struggled to make appropriate decisions com-
pared to their typical peers, particularly in relation to decisions about interpersonal 
conflict and issues related to harm, coercion, and abuse. However, they also found 
that even if adolescents and young adults with IDD struggled with decision making, 
it is possible to teach them independent decision-making skills (i.e., in relation to 
peer interactions and decisions related to abuse/harm; Khemka et al., 2005, 2016). 
Moreover, other studies have found that students who participate in their own transi-
tion planning have better self-determination skills (Powers et al., 2012) – of which 
decision making is a critical attribute.

Thus, there are concerns with both the restrictive nature of guardianship and the 
ability of adolescents and young adults with IDD to make independent decisions. 
Additionally, most people do not make decisions alone but often request support in 
decision making from family or friends. More recently alternatives have been sug-
gested to replace the dichotomy of student-only or parent-only during decision mak-
ing in transition planning for adolescents and young adults with IDD. One such 
practice is supported decision making, which empowers the individual with IDD to 
make decisions with the support of trusted individuals.

 Supported Decision Making

Supported decision making shifts the primary decision-maker role to the adolescent 
and young adult with IDD but includes support from various stakeholders in making 
decisions. In this model, adolescents and young adults with IDD work collabora-
tively with their parents/guardians to prepare themselves for their decision-making 
responsibilities. Parents and/or trusted others support the individuals with IDD in 
the decision-making process and encourage them to take an active role in their IEP 
development and transition planning prior to the transfer of rights at the age of 
majority (PACER, 2015). Family participation is essential and integral in transition 
planning during the IEP process. Indeed, family participation in this process 
improves long-term postschool outcomes of students with IDD, including obtaining 
postschool employment (Carter et al., 2012; Test et al., 2009). Family involvement 
in decision making can result in individuals with IDD obtaining more services and 
better satisfaction with services and providers (Neely-Barnes et al., 2008).

Family involvement may also be a barrier for decision making of adolescents and 
young adults with IDD during transition. Family members, such as parents or sib-
lings, support staff, or other professionals often times make crucial decisions for the 
adolescent and young adult with IDD without including them in the decision- 
making process (Burke et al., 2019; Nonnemacher & Bambara, 2011). When prac-
titioners make decisions for the student, the student often feels powerless or not in 
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control of their life, even when that decision by the practitioner was stated to be in 
the best interest of the adolescent or young adult (Nonnemacher & Bambara, 2011). 
Devi et al. (2020) highlight that one of the barriers to supported decision making is 
the focus on the continuous assessment of mental capacity of the young adult. 
Rather than continuously assessing mental capacity during transition, the support 
needs of adolescents and young adults with IDD should be assessed. Assessment of 
support needs informs the types of assistance necessary for decision making and 
planning for the individual with IDD and ensures they are provided with these sup-
ports during transition planning (Shogren et  al., 2017). In a review of supported 
decision making, Shogren et al. (2017) found that family attitudes about decision-
making capacity played a major role on the decision-making process and opportuni-
ties in which their child with IDD engaged.

Supported decision making shifts the decision-making responsibility to the ado-
lescent and young adult with IDD, with support from various stakeholders, but the 
ultimate decision-maker is the adolescent and adult themselves and not parents or 
siblings. In a supported decision-making model, stakeholders who can help support 
the student during transition planning can be parents, siblings, friends, profession-
als, and those who know the student well and whom the student trusts. The adoles-
cent or young adult with IDD should be the one to decide who will provide support 
at their decision-making and planning meetings – that is, they choose their support 
system. This support system selected by the student can “help them understand the 
situations and choices they face, so they may make their own decisions” (Blanck & 
Martinis, 2015, p. 24).

Jameson et al. (2015) highlighted the primary characteristics of supported deci-
sion making: “(a) The individual retains legal decision-making authority, (b) the 
relationship is freely entered into and can be terminated at will, (c) the individual 
actively participates in decision making, and (d) decisions made with support are 
generally legally enforceable” (p.  38).This model acknowledges both the impor-
tance of the individual’s decision-making capacity and the importance of family 
participation. To elucidate this point, Miller et al. (2018) states, “it becomes a bal-
ancing act as parents walk the tightrope of not undermining their young adult’s 
self-determination and independence, while being strong advocates and negotiating 
the complex provider system” (p. 268). Supported decision making should be pre-
sented as an option and adopted in the transition planning process because it can 
empower adolescents and young adults with IDD to make decisions about their own 
life and goals (Blanck & Martinis, 2015).

 Areas of Decision Making in Transition Planning

Adolescents and young adults need to make both everyday and long-term decisions 
in various areas of their life when they transition from school to postschool life. 
These areas include employment, independent living, postsecondary education, and 
financial decisions. There are many other areas of decision making during transition 
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planning that are not highlighted in this chapter, but are also important to consider, 
including health, social friendships and relationships, sexuality, recreation, and 
faith/religion. This chapter focuses on long-term decisions during transition plan-
ning that impact lifelong goals, rather than the daily choices adolescents and young 
adults with IDD make.

 Employment

Employment is one of the major areas of focus during transition planning and deci-
sion making. Employment can lead to independence in other life areas such as liv-
ing independently and financial independence. Unfortunately, employment 
outcomes for adolescents and young adults with IDD remain dismal (Newman 
et  al., 2009). Many decisions regarding employment are made during transition 
planning, including (a) type of career, (b) type of work environment, (c) early work 
experience needed for future career, and (d) the specific skills needed for employ-
ment and career options. High parent expectations, social skills, self-determination 
skills, independent living skills, and early work experience can lead to better 
employment outcomes for individuals with IDD (Blustein et  al., 2016; Carter 
et al., 2012).

Providing early work experiences during transition seems to be an important fac-
tor in better outcomes for postschool employment (Carter et al., 2012). Students can 
engage in various types of work experiences and access vocational content in vari-
ous classes, especially during adolescence and emerging adulthood. These should 
include opportunities to work in various fields to gain both experience and under-
standing of fields of interest. For example, if a student’s postsecondary employment 
goal is to work in healthcare, their IEP/ITP would include a course of study that 
supports their future career (e.g., biology or physiology courses), annual IEP/ITP 
goals that would feature foundational skills needed to eventually work in the health-
care field (e.g., math skills, communication skills, identifying health risks, etc.), and 
transition experiences that help the student develop in-depth knowledge of health 
careers should also be included (e.g., job-shadowing various healthcare profession-
als). By gaining these early work experiences and vocational skills, students can 
potentially engage in more informed decision making about careers and future 
employment. Providing students with the opportunities to work and experience dif-
ferent classes and jobs may lead to better decision making about employment.

 Independent Living

Young adults with IDD are more likely to live long term with caregivers, parents, 
siblings, or in community group homes than independently. According to the 
Residential Information Systems Project (RISP) 2017 report, 60% of adults lived at 
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home with family, and 29% lived in group homes (with 6% in small group homes 
and 23% in large group homes). Only 12% of adults with IDD were living indepen-
dently in their own home (Larson et al., 2017). Living at home is even more com-
mon for students up to 8 years out of high school, compared to those recently out of 
school. Two studies based on the National Longitudinal Transition Study-2 
(NLTS-2) data reported very high rates of living in the family home for young adults 
with IDD, between 78% and 97% (Anderson et al., 2014; Bouck, 2014).

Often times living in the family home is assumed to be the norm for adolescents 
and young adults with IDD by their families and stakeholders, without regard for 
the preference of the individual. The complex system of adult services and supports 
is often hard to navigate when considering the potential postsecondary living envi-
ronments. Multiple factors have to be considered when deciding where to live, such 
as location, safety, roommates, types of supports available, costs, and risks. The 
complexity and high stakes of this decision can take time to address (Shogren et al., 
2017). Additionally, family context, physical and financial ability to provide those 
supports, and trust in service providers may play an important role in the decision 
of where the adolescent and young adult with IDD will live.

However, one important step during transition planning is to discuss with the 
adolescent or young adult with IDD where and with whom they would like to live 
in the future and to make plans to work toward that goal. Ensuring that the adoles-
cent and young adult with IDD has a voice in their residential arrangements is inte-
gral to supporting their decision-making skills. For example, if the individual with 
IDD would like to live independently with a roommate in the future, their transition 
goals, courses, and services should address this desire. Thus, courses will need to 
address the life skills required to maintain a safe and clean home and how to make 
financial decisions to pay bills on time (to avoid consequences such as eviction). 
Furthermore, the adolescent and young adult must acquire the social skills needed 
to make decisions regarding roommates and sharing space with another individual.

 Postsecondary Education

One of the major areas of growth in the past decade in the United States has been 
the provision of postsecondary education opportunities for adolescents and young 
adults with IDD after leaving high school (ThinkCollege, 2020). Postsecondary set-
tings provide opportunities for students to improve on their social skills, self- 
determination skills, employment, friendships, and relationships (Miller et  al., 
2018). For typical adolescents and young adults, college is a formative experience 
where they make career-related and independent living decisions that have long- 
term effects on their life (Arnett, 2000). College is a time to learn about different 
topics that can inform your interests and preferences in employment, which can 
further inform decisions about life goals and outcomes (e.g., independent living).

Engaging in college experiences, adolescents and young adults with IDD can 
gain skills that can improve their decision-making abilities. During college students 
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have to navigate many new types of experiences that can possibly lead to improved 
decision-making skills. College experiences include opportunities to make deci-
sions regarding social relationships, careers, recreation, health, and other indepen-
dent living skills. In addition, research suggests that for those students who attended 
college, parents perceived increased outcomes that allowed them to let go of the 
young adult with IDD. That is, parents stated they felt that the student had many 
more capabilities and could do things more independently; thus, parents could let go 
from providing more intensive support (Miller et al., 2018).

Since adolescents and young adults with IDD currently have more postsecondary 
options available, they now have the ability to decide whether or not they would like 
to attend college. If attending college is a goal expressed by the adolescent or young 
adult with IDD, transition plans must include steps toward applying to appropriate 
college programs. Families and teachers should work together so that the student 
can visit different programs to decide which college program they like the best and 
would like to attend. Furthermore, transition goals should work on college readiness 
skills such as navigating a campus space independently, organizational skills, life 
skills, and social skills.

 Financial Matters

Financial literacy skills are crucial independent living skills for adolescents and 
young adults with intellectual disabilities (ID) and autism to acquire for more inde-
pendent decision making in adulthood (Suto et al., 2005). “Financial literacy skills 
enable individuals to navigate the financial world, make informed decisions about 
their money and minimize their chances of being misled on financial matters…” 
(Marcolin & Abraham, 2006, p. 2). A major concern during transition planning is 
the individual’s ability to manage finances and make sound financial decisions. 
Adolescents and young adults with IDD are often underbanked or unbanked, which 
means they often opt to use alternative methods of money management rather than 
using traditional banking methods used by typical adolescents and adults to manage 
their money (Goodman & Morris, 2017). In financial matters, there are long-term 
financial decisions (e.g., savings) and short-term daily financial decisions (e.g., gro-
cery shopping, etc.). Adolescents and young adults with IDD are capable of making 
both long-term and daily financial decisions when provided with instruction in 
financial literacy and given opportunities to practice financial decision making and 
skills (Suto et al., 2005). Similarly, Goodman and Morris (2017) suggest that adults 
with IDD who participate in vocational rehab services have “a unique opportunity 
to integrate benefits and financial counseling as part of a pathway to employment 
with career advancement potential that focuses on short- and longer-term financial 
goals, informed financial decision making and strategies” (p. 9).

Focusing on financial literacy skills and financial decision making throughout 
transition planning by creating financial literacy goals is imperative for adolescents 
and young adults with IDD to build the ability to make independent financial 
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decisions. For example, a postsecondary transition goal can be for the student to 
budget, save, and manage their own money. If an individual participates in early 
work experiences in high school, then they can learn how to manage the money they 
earn from those work experiences. In high school, students can be given bank 
accounts supported by their parents as an opportunity to learn updated banking 
methods. Additionally, adolescents and young adults with IDD may receive finan-
cial benefits they will have to learn to manage, such as Supplemental Security 
Income (SSI). In 2014, the Achieving Better Life Experience (ABLE) act was 
signed into law. This act created ABLE accounts that are like bank accounts for 
people with disabilities where income can be earned and kept without being subject 
to income tax and without impacting SSI and Medicaid eligibility. The person with 
IDD can thus manage and control their own ABLE accounts (Morris et al., 2016). 
Financial skills are critical because adolescents and young adults with IDD, who are 
increasingly engaging in competitive employment and earning wages and income, 
will need to learn how to manage their income, ABLE accounts, and SSI.

 Methods for Increasing Decision Making and Self-Direction 
During Transition

The decisions and goals the students embrace during transition planning impact the 
services they receive to reach those goals, as well as the long-term outcomes for 
adolescent and young adults with IDD.  Hence, it is essential for the decisions 
reflecting the preferences and desires of students to be included in transition plan-
ning and for students to engage in self-direction. Each of the four areas previously 
discussed (i.e., employment, independent living, etc.) has some level of complexity 
in the decision-making process; however, adolescents and young adults with IDD 
with the right supports can participate in creating goals and deciding the trajectory 
of their life.

Best practice suggests that student involvement in transition planning is neces-
sary and integral to postschool success. According to Martin et al., (2007, p. 14)  
“Student-directed learning strategies give students opportunities to become involved 
in their educational decision making process” (Martin et al., 2007; p. 14). Because 
postsecondary goals developed during transition planning are so critical to both the 
student’s current and future situations, students should have a say in what these 
goals entail. In fact, students should be actively involved in every aspect of the tran-
sition planning process to the greatest extent possible (Wehman, 2011). There have 
been various methods to teach self- determination, decision making, and self-direc-
tion during transition planning so that adolescents and young adults are empowered, 
through active participation in transition planning, to become the primary decision-
makers of their life. The next section outlines the methods and practices associated 
with student-directed IEPs and person-centered planning.
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 Interventions to Promote Self-Direction and Decision Making 
in the Transition Process

As discussed, self-determination for adolescents and young adults with IDD 
includes active and ongoing participation in the decision-making process. Decision 
making skills must be developed early on and practiced regularly in a variety of set-
tings, including the individual’s home, community, and school (Connor, 2012). 
While the home and community settings offer a plethora of decision-making pros-
pects, the school setting offers a unique opportunity for students with disabilities to 
demonstrate a sense of agency – through participating in the development of their 
IEPs. In particular, student involvement in the IEP, including the transition compo-
nent of the IEP, is a major opportunity for students with disabilities to engage in 
self-determination and decision-making practices (Wehmeyer et al., 2007).

 Student-Directed IEPs

Student attendance during transition planning meetings in the IEP process is an 
important first step toward promoting meaningful participation during transition 
planning meetings and, ultimately, self-direction (Martin et al., 2004). With recent 
pushes for student-directed IEPs and student-centered planning in special education 
(Mazzotti et al., 2015), one might assume that students would play a critical role in 
the development of their IEPs. However, this is not often the case. In fact, IDEA 
(2004) provides relatively little guidance on student involvement during IEP meet-
ings, merely stating that the student should attend IEP meetings “when appropriate” 
[§ 300.321]). Some further guidance is provided once students reach transition age 
and the transition component of the IEP is introduced. To a certain extent, IDEA 
(2004) requires some student involvement in the transition planning process. 
Specifically, schools must invite the student to attend their IEP meeting if a purpose 
of the meeting will be the consideration of postsecondary goals and the transition 
services needed to reach those goals. If the adolescent and young adult with IDD 
does not attend the IEP meeting, the school must take other steps to ensure that the 
student’s preferences and interests are considered. This includes such practices as 
administering age-appropriate transition assessments and using results to guide the 
development of the transition plan. However, there are no hard regulations sur-
rounding student attendance at IEP. Even during transition planning, the student is 
not required to attend the IEP meeting – rather the school is only required to docu-
ment that an invitation was extended to the student if transition planning will be 
discussed. Further, if the student is not present at the meeting, the school must only 
consider the student’s preferences. They are not required to actually incorporate 
them into the ITP.

Perhaps because of the lack of hard rules and regulations, some students do not 
attend their IEP meetings. Specifically, students with IDD may be less likely to 
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attend and/or participate in educational planning meetings. Shogren and Plotner 
(2012) found that, compared to other disability groups, students with IDD were 
among the least likely to attend their transition planning meetings. Further, even 
when students do attend their IEP meetings, most are inactive participants (Powers 
et al., 2005; Thoma et al., 2001). Data from the NLTS-2 showed that over half of 
transition-aged students with ID (57%) or ASD (67.3%) either did not attend their 
meeting or, if present, participated very little or not at all (Shogren & Plotner, 2012). 
Wagner et al. (2012) found that less than 1/4 of high school students assumed an 
active leadership role at their IEP meeting. Martin et al. (2006) observed over 100 
educational planning meetings of high school students and found that, on average, 
students attending IEP meetings spoke for only 3% of the meeting time. In a more 
recent study, Johnson et al. (2020) found that students with IDD had a limited role 
in their transition planning and seldom participated in leadership roles in transition 
planning. The biggest barrier to the participation in transition planning seemed to be 
limitations in expressive communication and self-advocacy skills (Johnson 
et al., 2020).

This lack of student participation is unfortunate, given that active involvement in 
IEP/transition planning meetings is associated with many benefits for adolescents 
and young adults with IDD. Benz et al. (2000) found that high school students who 
participated in transition planning during their IEP meetings exhibited a greater 
ability to set and accomplish goals. Participation in IEP meetings has been posi-
tively associated with the development of self-determination skills in students with 
disabilities (Wehmeyer, 2005), which have been linked to improved postschool out-
comes for students with IDD (Shogren et al., 2015; Test et al., 2009).

However, the skills necessary to lead, or even meaningfully participate in, an IEP 
meeting do not come naturally to most students. “It is naïve to presume that the 
youth attending their IEP/transition planning meeting will learn how to actively 
participate and lead the process through serendipity—yet this is precisely what cur-
rent practice tends to expect” (Martin et al., 2004, p. 4). To address this problem, a 
variety of self-directed interventions have been developed by special education 
researchers. These interventions primarily consist of self-advocacy curricula, pro-
moted as tools to enhance both IEP/transition planning participation and the devel-
opment of self-determination for adolescent and young adults. Many of the curricula 
share similarities, including teaching students about the IEP and transition planning 
process using such strategies as mnemonics and role-playing. Table 16.1 provides 
an overview of interventions designed to increase student participation in IEP tran-
sition planning meetings.

Though several such interventions exist, the Self-Advocacy Strategy and the Self- 
Directed IEP are two of the most well-known and oft-used self-advocacy curricula. 
The Self-Advocacy Strategy (Van Reusen et  al., 1994) is a published curriculum 
created to explicitly teach middle and high school students with disabilities how to 
actively participate in IEP meetings. Students are a taught to inventory their 
strengths, needs, goals, and preferences. Using mnemonic devices, students learn 
appropriate communication behaviors; self-determination skills, such as identifying 
and sharing preferences; and IEP-specific skills, such as naming and making 
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Table 16.1 An overview of interventions used to promote student participation and decision 
making during transition planning

Intervention Developers Purpose Description

Beyond High 
School

Wehmeyer et al. 
(2006)

Promote involvement in 
adult services and future 
planning for students with 
intellectual disability aged 
18–21 years

Three stages focused on (1) 
independent and supported 
decision making and 
goal-setting, (2) person- 
centered planning, and (3) 
progress monitoring

Charting a 
Course for the 
Future

Colorado Dept. 
of 
Education (2018)

Help students effectively 
plan for their future after 
high school

Eight modules that introduce 
components of transition 
planning and support the 
student in making decisions 
regarding postschool goals and 
services (independent and 
supported decision making)

Charting the 
LifeCourse

University of 
Missouri – 
Kansas City
Reynolds et al. 
(2018)

Designed to help 
individuals with IDD create 
a vision and make 
decisions for their life 
through person-centered 
planning and supported 
decision making

A holistic planning process 
that recognizes the individual 
with IDD makes decisions 
about interconnected life 
outcomes with supports within 
the family and community 
context (supported decision 
making)

ME! Lessons for 
Teaching 
Self-Awareness 
and 
Self-Advocacy

Cantley et al. 
(2010)

Help educators teach 
students critical transition 
skills

Ten units, featuring 23 lessons 
that teach self-determination 
skills, including self- 
awareness, decision making, 
goal-setting, and 
communications skills 
(independent decision making)

Next S.T.E.P. Halpern et al. 
(1997)

Teach students the skills 
needed to actively engage 
in transition planning

Sixteen lessons teaching 
self-determination skills 
relevant to transition planning 
(e.g., independent decision 
making, goal-setting, 
self-evaluation, self-directing a 
meeting)

Project MY 
VOICE

Van Laarhoven- 
Myers et al. 
(2016)

Provide students with 
disabilities skills and 
supports to meaningfully 
participate in transition 
planning meetings

Students participate in both 
independent and supported 
decision making by identifying 
preferences, setting future 
goals, and directing a 
transition planning meeting

(continued)
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Table 16.1 (continued)

Intervention Developers Purpose Description

Self-Advocacy 
Strategya

Van Reusen et al. 
(1989)

Help students prepare for 
and participate in education 
or transition planning 
meetings by sharing their 
strengths and needs

Five steps, presented using 
mnemonics, that teach students 
effective communication skills, 
how to inventory strengths and 
needs, and determine and 
decide goals (independent 
decision making)

Self-Directed 
IEPb

Martin et al. 
(2006)

Teach students the skills 
needed to lead their IEP 
and transition planning 
meetings

Eleven lessons featuring video 
models, workbook activities, 
and role-play that teach 
students self-determination 
skills, including independent 
decision making

Student- 
Directed 
Summary of 
Performance

Martin et al. 
(2007)

Provide students an 
opportunity to learn about 
their disability, compile 
transition assessment data, 
identify accommodations, 
and outline postschool 
goals

Lessons describe transition 
assessments and guide 
students in completing their 
Summary of Performance, 
including deciding which 
accommodations best meet 
their needs (independent 
decision making)

Student- 
Directed 
Transition 
Planning 
Curriculum

Center for 
Disability 
Resource, U. of 
South Carolina 
School of 
Medicine

Teach students the 
knowledge needed to 
actively participate in their 
transition-focused IEP 
meetings

Students create a “Summary of 
Performance Script” to 
facilitate discussions and 
decision making at transition 
planning meetings 
(independent and supported 
decision making)

TAKE CHARGE 
for the Future

Powers et al. 
(2001)

Teach students transition 
planning strategies related 
to achievement, 
partnership, self-regulation, 
and meeting participation

Bi-weekly coaching sessions 
focused on teaching how to 
determine and decide 
transition goals, activities, and 
the supports needed to achieve 
them (independent decision 
making)

Whose Future is 
it Anyway? (2nd 
ed.)

Wehmeyer et al. 
(2004)

Teach students the skills 
needed for a student- 
directed transition planning 
process

Thirty-six sessions that 
provide students with 
opportunities to practice 
self-awareness, problem- 
solving, decision making, 
goal-setting, and 
communication skills 
(independent decision making)

aSelf-Directed IEP is part of the Choice Maker Self-Determination Curriculum. The Self-Directed 
IEP is the portion of the curriculum that teaches students how to participate in IEP meetings
bThe Self-Advocacy Strategy was originally titled IEP Participation Strategy (IPARS)
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decisions on goals and learning supports. Skills are practiced in individual and 
group settings over the course of several weeks, leading up to an actual IEP/transi-
tion planning meeting. Teachers can also work with students to generalize skills and 
behaviors learned through the Self-Advocacy Strategy to settings beyond IEP meet-
ings. The Self-Directed IEP (Martin et al., 1996) also aims to promote active student 
engagement in the IEP process. Students learn about the IEP process and the skills 
needed to actively lead an IEP meeting, such as stating the purpose of the meeting 
and reviewing past goals and their progress toward the goals. Skills are taught to 
students over 11 sequential 45-minute lessons. Lessons include a combination of 
direct instruction, video-modeling, and student workbook activities designed to pro-
vide students an opportunity to practice and apply skills, such as self-determination 
and decision-making skills.

With any of these interventions, the ultimate goal is for students to attend and be 
active participants at their IEP meetings. Participation may look different depending 
on a student’s individual strengths and areas of need, as well as how much instruc-
tion and practice they have received – some students may only share their thoughts 
on specific areas of the transition plan, while others may take a more active role and 
lead the entire meeting. A student-led IEP involves the student engaging in the fol-
lowing activities: introducing IEP team members, stating the purpose of the meet-
ing, sharing postschool preferences, presenting annual goals and/or postsecondary 
goals, stating supports needed to achieve their goals, and sharing preferences and 
making decisions in regard to courses, educational placement, or learning supports 
(Mason et al., 2002). Through participating in the IEP meeting, students are practic-
ing a variety of self-determination skills, including problem-solving, decision mak-
ing, and self-advocacy (Wehmeyer et al., 2007).

Researchers have examined the effects of these self-advocacy curricula on stu-
dent participation during IEP meetings. In a literature review, Test et  al. (2004) 
identified interventions to increase adolescent student involvement in IEP planning, 
meeting, and monitoring. Results highlighted the positive outcomes from interven-
tions to promote student participation in IEP/transition planning meetings. Building 
on the review by Test and colleagues, Griffin (2011) analyzed interventions used to 
promote IEP participation for high school students from culturally and linguistically 
diverse backgrounds, finding favorable results. Recently, Sanderson and Goldman 
(2020) conducted a meta-analysis on this topic. Analyzing data from six group 
design experimental research studies, they found that adolescents who participated 
in self-advocacy curriculum interventions made significantly more contributions 
during IEP meetings compared to students in control groups. Additionally, research-
ers have also examined the impact of these interventions on the quality of student 
participation, assessing if students made more relevant (on-topic) contributions dur-
ing IEP meetings after partaking in a self-advocacy curriculum. Indeed, several of 
these studies found positive results for students with IDD (Cease-Cook et al., 2013; 
Kelley et al., 2011; Test & Neale, 2004).

Though the research on these interventions is encouraging, there are some limi-
tations that should be noted. First, the vast majority of studies examining self- 
advocacy curricula to increase student participation involved students with learning 
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disabilities (LD). Though these results were favorable for students with LD, we are 
left to wonder how generalizable these results are for students with IDD. Second, 
most research is limited to students who are able to communicate verbally. We know 
next to nothing about how nonverbal students or those who communicate with aug-
mentative and alternative communication (AAC) devices participate in their transi-
tion planning meetings. One study (Johnson et al., 2020) found that students with 
limited expressive language are less likely to participate or lead their IEP/transition 
planning meetings. Future research must examine the effectiveness of self-advocacy 
curricula on a more diverse group of students, including individuals with extensive 
support needs and those who use alternative modes of communication.

Even with these limitations, the research is promising. It supports efforts of 
school districts to go above and beyond, rather than merely complying with IDEA’s 
(2004) loose regulations surrounding involvement in IEP and transition planning 
meetings. Schools should consider mandatory student attendance policies at IEP/
transition planning meetings. By implementing a self-advocacy curriculum and 
directly teaching students how to effectively participate in their IEP meetings, 
schools can take steps to ensure adolescents and young adults with IDD are mean-
ingfully included in the decisions made during the transition planning process.

 Person-Centered Transition Planning

Person-centered planning is a planning approach and strategy to help improve the 
quality of life of individuals with IDD. Through a collaborative process, stakehold-
ers in the individuals’ circle of support create a goal-oriented plan of supports for 
the adolescent or young adult with IDD (Claes et al., 2010). More recently, person- 
centered planning has been used extensively as an approach to service delivery in 
the adult service system in opposition to traditional service-centered approaches. 
Person-centered planning is used to plan for the direct service support for adults 
with IDD by including the adult with IDD and their family as the leader of their own 
plan. “In PCP [person-centered planning] decision making is driven by the individu-
als themselves and by those who care about them, with particular emphasis on self-
determination, choice and autonomy” (Ratti et al., 2016, p. 64).

While person-centered planning has been garnering widespread use in adult ser-
vices and transition planning, there is a limited research evidence base. However, 
the results of  two meta-analyses (Claes et  al., 2010; Ratti et  al., 2016) suggest 
person- centered planning may have a moderate effect that in some areas of adult 
life. Daily decision making was one of the main areas of improvement following 
person-centered planning. Across both meta-analyses, 13 studies reported better 
choice/decision making for adults with IDD who received person-centered planning 
practices (Claes et al., 2010; Ratti et al., 2016). Robertson et al. (2006) found that 
person-centered planning had potential positive benefits for community engage-
ment, contact with friends and family, and choice.
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Miner and Bates (1997) examined the impact of person-centered planning on 
transition planning, and the results suggested an increase in parent participation in 
transition planning after a person-centered planning session meeting. The study also 
suggests that parents perceived greater participation of their student with IDD dur-
ing the transition planning, although this was not directly measured. Ratti et  al. 
(2016) also suggests that there may be some positive impact of person-centered 
planning on community engagement and increase in social networks of friends. 
However, they caution that the impact of person-centered planning may only be on 
short-term goals and not on long-term goals for adolescents and young adults with 
IDD. Person-centered planning can be most effective when applied to important 
areas of life selected by the individual rather than applied broadly across all areas 
of life.

In person-centered planning, the adolescent and young adult with IDD should be 
responsible for identifying and deciding the outcomes that are important for them 
specifically. Person-centered planning is most effective when the participant is 
“directly involved in decision making” (Ratti et  al., 2016, p.  79). Moreover, the 
authors suggest that having “active participation in decision making” would result 
in improved life outcomes for adults with IDD (Ratti et al., 2016, p. 79).

Person-centered planning can support student decision making throughout the 
transition planning process, either when implemented before the IEP/Transition 
meeting or during the transition planning meeting itself (Hagner et  al., 2014). 
Transition planning in schools already includes some of the basic ideas of person- 
centered planning, such as focusing on students’ strengths, preferences, and inter-
ests (Carter et al., 2015). Person-centered planning itself is an approach but does not 
need to be conducted as a formalized method. There are various formal models of 
person-centered planning, such as Essential Lifestyle Planning, Personal Futures 
Planning, Planning Alternative Tomorrow with Hope (PATH), Picture Method, 
Life-Lifestyle Planning, and McGill Action Planning System (MAPS; Claes et al., 
2010; Ratti et al., 2016). Each of these methods has the goal of creating an individu-
alized service plan based on individuals’ strengths, interests, and support needs. 
However, they differ slightly in how and what pertinent information is gathered and 
whether they address short- or long-term goals (Robertson et al., 2006). Key fea-
tures of person-centered planning, such as valuing and planning with the individual, 
can be implemented during transition planning (Robertson et al., 2006). Additionally, 
to increase participation in person-centered planning during transition, schools can 
provide accommodations, such as preparation for meetings, flexible meeting 
designs, and support for alternative communication methods (Hagner et al., 2014).

In essence, person-centered planning is a collaborative process between the indi-
vidual with IDD and trusted stakeholders that are selected by the student to be in 
their circle of support. In addition to the adolescent and young adult with IDD, the 
other participants in person-centered planning can be parents, siblings, other family 
members, professionals, teachers, etc. Person-centered planning includes the fol-
lowing tenets: (1) valuing the rights, independence, choice, and inclusion of the 
individual with IDD; (2) gathering information by asking the individual what is 
important to them now and what they think will be important for them in the future 
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and what supports the person believes they need to be successful; (3) gathering 
information on the strengths and capabilities of the individual with IDD and their 
support needs; (4) may include a facilitator who has knowledge of best practices for 
planning and collaborating – the facilitator may be a professional staff member or 
teacher or someone else with extensive knowledge of the student, and (5) a final 
plan is created that details the actions and who is responsible for those actions 
(Jameson et al., 2015; Robertson et al., 2006; Sanderson et al., 2006).

Jameson et al. (2015) notes that person-centered planning is not only conducted 
during transition meetings but continuously used in practice in everyday supports of 
the adolescent and young adult with IDD. Person-centered planning can include 
decisions on ongoing changes throughout the individual’s life and can be conducted 
at any time the individual requires. Information gathered and determined in the 
person-centered planning meeting can be used to address decisions regarding both 
the daily needs of the adolescent and young adults with IDD and their long- 
term goals.

 Examples of Curricula for Decision Making 
and Self-Direction

Below we describe three examples of research-based curricula that support decision 
making and self-direction (also seen in Table 16.1). These are formalized frame-
works and tools that can be utilized to implement person-centered planning and 
self- direction practices and increase self-determination skills and decision-making 
skills in the transition planning process. Please note that the programs described 
below are only a few of the current promising practices; there are many other pro-
grams and frameworks that exist and can be utilized during transition planning (see 
Table 16.1).

Charting the LifeCourse Charting the LifeCourse (Reynolds et  al., 2018) is a 
framework and set of tools that promotes “a different way of thinking, encouraging 
high expectations, and having life experiences move the trajectory in the desired 
direction, and integrating multiple types of supports” (Charting the LifeCourse 
Nexus, 2020). The framework recognizes that both the individual with IDD and 
their family and community context are important within the decision-making pro-
cess. The family and community are defined by the person with IDD during the 
planning process. Supported decision making and person-centered planning are 
emphasized throughout this planning process. The framework also provides a pro-
cess that creates opportunities and plans for life outcomes in key interconnected 
areas of the individual’s life based on the student’s interests and needs (Reynolds 
et al., 2018). This system is designed to help individuals with IDD create a vision 
and make decisions for their life to “identify how to find or develop supports and 
discover what it takes to live the lives they want to live” (Charting the LifeCourse 
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Nexus, 2020). While not transition specific, this framework can be applied to the 
transition planning process.

ChoiceMaker ChoiceMaker (Martin et  al., 2006) is a curriculum developed to 
improve self-determination skills and student participation and decision making in 
transition planning. ChoiceMaker has three sections “(1) Choosing goals, (2) 
Expressing Goals, and (3) Taking Action” (Martin & Marshall, 1995). Self-directed 
IEPs as seen in Table 16.1 are a part of the ChoiceMaker curriculum. The creators 
note that IDEA (2004) requires student input during transition planning; thus, they 
created a curriculum to support students to provide input and make decisions about 
their goals and supports during their transition planning. ChoiceMaker includes 
self-directed IEP modules to assist students to be leaders in their IEP transition 
planning and decision-making process during transition (Martin & Marshall, 1995; 
Martin et  al., 2008). This curriculum promotes learning independent decision- 
making skills.

The Self-Advocacy Strategy The Self-Advocacy Strategy (originally called 
IPARS; Van Reusen et al., 1989) is a five-step process and set of tools to help stu-
dents with disabilities participate and make decisions during the IEP transition plan-
ning process. Studies on the Self-Advocacy Strategy found that students with IDD 
improved the quality of their participation in the IEP meeting and transition plan-
ning (Cease-Cook et al., 2013; Test & Neale, 2004). Additionally, they found that 
students were able to maintain and generalize their participation skills. This curricu-
lum promotes learning independent decision-making skills. The first step in this 
strategy is for the individual to inventory their strengths, needs, and goals with 
structured worksheets. The second step is to share the inventory with stakeholders. 
The third step is to listen during the IEP meeting and respond to questions accord-
ingly. The fourth step is to ask questions when the individuals with IDD do not 
understand what someone is saying or suggesting. The final step is to share the goals 
the individual selected. This strategy provides worksheets, communication cards, 
and other support tools to help students participate in their IEP meetings and plan 
for the future in all areas of life pertinent to the student.

 Conclusion

There is a significant gap in the postschool outcomes of adolescents and young 
adults with IDD compared to their peers with high incidence disabilities and those 
without disabilities. Skill sets that have been shown to be effective at improving 
postschool transition outcomes are self-determination and decision making. In put-
ting together all the approaches detailed in this chapter, several strategies that 
schools can implement to support decision making and self-determination were 
identified: (a) including the student in transition planning during the IEP process; 
(b) ensuring that the interests, preferences, and strengths of the individual with IDD 
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are tied to their postsecondary goals; (c) employing self-directed IEPs and person-
centered planning to give the student with IDD the leadership role during transition 
planning; (d) assessing students’ needs in a valid, accurate, and equitable way, that 
is, not assessing capacity and competence but assessing support needs; (e) ensuring 
high family expectations and involvement; (f) including support from other trusted 
stakeholders selected by the individual with IDD; and (g) explicitly teaching and 
providing opportunities to build self-determination and decision-making skills with 
evidence-based curricula. These actions are not completed independently of each 
other but are interconnected to support the adolescent and young adult with IDD 
during the transition planning process. In addition to these suggestions, school per-
sonnel and families should be made aware and informed of all alternative options to 
guardianship, such as supported decision making, during the transfer of rights for 
the adolescent and young adult with IDD (Rood et al., 2015).

In agreement with federally mandated transition planning under IDEA, schools 
first and foremost need to make a concerted effort to include adolescents and young 
adults with IDD in transition planning meetings. Furthermore, stakeholders in the 
transition process must acknowledge that adolescents and young adults with IDD 
can make decisions and lead their own life. Stakeholders can create meaningful 
transition plans that reflect adolescent and young adults’ strengths, preferences, and 
interests. Person-centered planning and participating in self-directed IEPs during 
transition planning are effective strategies to center decision making on the adoles-
cent and young adult with IDD rather than teachers, parents, or other stakeholders. 
Such strategies also support the adolescent and young adult with IDD to practice 
and build decision-making skills. Effective strategies include specifically teaching 
self-determination and decision-making skills, such as the TAKE CHARGE pro-
gram, engaging in person-centered planning, and promoting self-directed IEPs and 
in school transition planning participation (Martin et al., 1996; Powers et al., 2012; 
Ratti et al., 2016). These programs teach students how to identify goals and areas of 
life they would like to improve, how to develop and create plans for improvement, 
and how to direct and make decisions for their own transition plans. Creating oppor-
tunities for adolescents and young adults with IDD to be the director of their own 
life and make their own decisions in transition planning is essential to improving 
their outcomes.

Furthermore, providing opportunities for students with IDD to practice decision 
making and self-determination in schools is important. Such opportunities should 
be provided beyond just the transition planning meeting, but in all areas of school 
life. For example, rather than having all students in a transition program engage in 
the same work experiences, students should be encouraged to make decisions about 
early work experiences they would like to engage in (Suto et al., 2005). Lastly, even 
though IDEA (2004) states students must be invited to attend their IEP/transition 
planning meetings at age 16 and above, it would be better to include students as 
early as possible. Earlier engagement in IEP meeting can give the student even more 
opportunities to practice self-determination and decision-making skills.

When the student is the leader in their planning, they are free to make their own 
decisions and/or decisions with guidance from trusted stakeholders. Including the 
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family in transition planning is essential to improving student life outcomes, but a 
balance is needed between student and family input in transition planning. Family 
involvement and supports can assist students to make decisions that improve their 
life outcomes. In supported decision making models and person-centered planning 
frameworks, students include trusted family members and stakeholders to support 
them in decision making during transition planning. Schools must be careful to 
ensure that family members and professionals are not the final decision-makers but 
are present to support the students to make their own decisions. Thus, family partici-
pation in decision making in transition requires that families act in a guidance role, 
supporting students rather than making definitive decisions. Families and stakehold-
ers can also assist students with IDD to put their decisions and plans into action.

Finally, in reviewing the research in decision making, self-determination, and 
self-direction in transition planning, a few gaps were noted. There is limited research 
on person-centered planning, especially during transition planning. There is also 
limited research on how person-centered planning can improve decision-making 
skills, especially in regard to decisions for long-term goals rather than daily choice 
making. Additionally, self-direction and IEP participation strategies have not been 
well researched for students with more extensive support needs and alternative com-
munication methods. Finally, there is limited research on how specific decision-
making skills and factors during transition planning impact long-term outcomes of 
adolescents and young adults. Moreover, there is limited research on how decisions 
are made by adolescents and young adults with IDD within each area of transition 
during the planning process (e.g., employment, postsecondary, etc.).

For adolescents and young adults with IDD, participating in making decisions 
about their own lives during transition to adulthood is essential. When students are 
self-determined and make their own decisions about their lives, they can have better 
quality of life and increased community engagement, employment skills, indepen-
dent living skills, money management skills, as well as health outcomes (both phys-
ical and mental health). It is essential that adolescents and young adults with IDD 
are the leaders of their own life during transition planning.
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Chapter 17
Financial Decision Making and People 
with Intellectual Disabilities

Glynis H. Murphy and Isabel C. H. Clare

 Introduction

In previous eras, in many countries, people with intellectual disabilities (ID), i.e. 
those with significant deficits in intellectual skills and adaptive behaviours, were not 
expected to make their own decisions. There was often no suggestion that they had 
the right to autonomy, and the attitudes of other people towards them were fre-
quently paternalistic and overbearing, perhaps best illustrated by the fact that they 
were often referred to as boys and girls, even when they were adults. Moreover, they 
did not receive the same education as typically developing children did, and their 
lives were often very different from other people’s. In the UK, for example, univer-
sal basic education did not include those with ID until the 1970 Education Act in 
England and Wales (and this came even later in the rest of the UK). Instead, as 
children, they attended training centres where the emphasis was on gaining basic 
self-care skills, rather than literacy and numeracy. Even as adults, people with ID 
were not expected to understand numbers, money or finances more generally, and 
they were usually not given any autonomy over their money. Many adults with ID 
lived in institutions until the late 1980s and 1990s. In England, for example, over 
50,000 people with ID were living in long-stay hospital settings in 1976, reducing 
to fewer than 10,000 in 1995 and just over 3500 by 2001 (Emerson, 2004). They 
received little money, even when they undertook chores that contributed to the life 
of the institution. Moreover, there was usually nothing more than a tuck shop in the 
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institutions, and they very rarely visited the community or went into community- 
based shops, so their experiences of finances were extremely limited.

Nowadays, however, children with ID receive a far better education and are often 
(at least partially) integrated into mainstream settings, and they may gain some lit-
eracy and numeracy skills. As adults, people with ID are gaining experience with 
handling money for basic shopping, and some of them earn money. Nevertheless, 
members of this group often struggle with budgeting and are likely to need support 
in relation to complex finances, such as saving for holidays or other large items of 
expenditure.

People with ID are rarely wealthy in their own right, and ID is often associated 
with high levels of deprivation and poverty (Emerson, 2007). In fact, although a 
minority of adults are now able to obtain employment, they tend to earn low wages 
and sometimes earn no wages at all (Ridley & Hunter, 2012). So while, as vulner-
able adults, people with ID may be at risk of financial abuse, they are rarely targeted 
by fraudsters on a large scale. Nevertheless, financial abuse sometimes does occur, 
and even where it is on a small scale, it can be very frightening and inexplicable for 
people with ID.

 Financial Abuse

Financial abuse has been defined as “theft, fraud, exploitation, pressure in connec-
tion with wills, property or inheritance or financial transactions, or the misuse or 
misappropriation of property, possessions or benefits” (Department of Health, 2000, 
Section 2.7, p. 9). Such abuse is recognised as a common social problem for some 
people, and it is thought to occur at a prevalence rate of between 0.7% and 14.4% 
for older people (Davies et al., 2013; Lichtenberg et al., 2015). It is considered to be 
much more likely to occur when a person has lost their capacity to make financial 
decisions, for example, as a result of dementia (Davies et al., 2013), and it has also 
been recognised as more likely to occur when combined with social factors, such as 
loneliness, social isolation and emotional vulnerability (Fenge & Lee, 2018), condi-
tions which could also apply to those with ID.

Precise figures for financial abuse of people with ID, however, are hard to estab-
lish, especially as any such abuse is likely to be hidden in domestic settings. Even 
in studies of abuse against those with ID, financial abuse is often not mentioned. 
However, several studies have examined the allegations of abuse against vulnerable 
groups, and some of these studies provide a guide as to the prevalence of financial 
abuse. For example, Brown and Stein (1998) found that amongst referrals for adult 
protection to two Social Services departments in England, 36% of referrals were for 
the protection of older adults, 34% for people with ID, 16% for those with mental 
health needs and 14% for people with physical disabilities (those with autistic spec-
trum conditions were not mentioned). Given that there are numerically far more 
older people in the population than people with ID, it was clear that adult protection 
issues had been identified in proportionately far more people with ID than in any 

G. H. Murphy and I. C. H. Clare



407

other vulnerable group. However, it was apparent that the types of abuse varied with 
the vulnerable group: it seemed that financial abuse was much more common 
amongst older people, but sexual abuse was more common for people with 
ID. Precise figures were hard to gauge, as the exact incidence of adult protection 
referrals differed considerably between the two Boroughs, and this was confirmed 
in a subsequent larger study of 10 areas (Brown & Stein, 2000). The Department of 
Health’s (2000) No Secrets guidance, which followed, was in part an attempt to 
provide a uniform set of definitions and procedures for adult protection to ensure 
equity across different parts of the country. Thus:

• Abuse was defined as a violation of an individual’s human and civil rights by 
another person or persons, taking any of a number of forms: physical, sexual, 
psychological, financial, discrimination and persistent neglect.

• Vulnerable adult was defined as a person who is ‘by reason of mental or other 
disability, age or illness unable to take care of him or herself, or unable to protect 
him or herself against significant harm or exploitation’.

A later study by Mansell et al. (2009), in two areas of S.E. England, examining 
over 6000 adult protection referrals, again found some variation between areas. 
They reported similar figures to those of Brown and Stein (1998) for the percentage 
of adult protection referrals concerning older people (48%) and people with ID 
(32%). Again abuse of people with autism spectrum conditions was not mentioned. 
Of the types of abuse reported, physical abuse and multiple types of abuse were 
most common (at 24% and 30%, respectively), while approximately 15% concerned 
financial abuse, and this was more common amongst older people than amongst 
those with ID. More recent figures from NHS Digital have confirmed these figures: 
in 2014–2015, 16% of safeguarding referrals overall were for financial abuse, aver-
aged across all care groups, and the equivalent figure was 17% in 2015–2016 
(Dalley et al., 2017).

An exploration of referrals relating to people with ID alone (taken from the same 
study as Mansell et al., 2009) showed an incidence rate of about 20 referrals for 
adult protection per 100,000 in the general population per year, about 7% of which 
related to financial abuse (Beadle-Brown et al., 2010). Of course, not all referrals for 
adult protection proceed to a confirmed outcome, and in this study, overall for peo-
ple with ID, 41% of cases were confirmed, 21% discounted and 35% recorded as 
having insufficient evidence. Extremely few were prosecuted by the police.

 Decision-Making Capacity: The Legal Basis

Psychological studies of thinking and decision making have suggested that people 
in the general population make decisions in a variety of ways. Some categorisations 
of decision-making contrast the rational (or reflective) style with the intuitive style 
(see Epstein et al., 1996); others describe a number of different decisional styles, 
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such as rational, intuitive, dependent, avoidant and spontaneous decision making 
(Scott & Bruce, 1995).

Legal views of decision making, on the other hand, tend to assume a rational 
style, and in recent years, many jurisdictions have sought to ensure autonomous 
decision making in vulnerable groups. The associated legislation in the various 
jurisdictions differs somewhat in the exact definitions of decision-making capacity 
(see Davidson et al., 2016, for some examples). In most cases, however, jurisdic-
tions allow substitute decision making for those who lack the capacity to make their 
own decisions.

In England and Wales, for example, the Mental Capacity Act (MCA) 2005, 
which came into force in 2007, was based on five principles for adults (people aged 
16 years or over): a presumption of capacity, support for individuals to make their 
own decisions, the right to make unwise decisions, the best interests principle for 
decisions made on behalf of someone without capacity and the duty to select the 
less restrictive option. Thus the MCA approach was that those with ID, who might 
not previously have been permitted to decide for themselves, but who had capacity 
(to make the specific decision under consideration), could now make their own 
health and welfare decisions. It was for others to show that they lacked capacity, 
based on the balance of probabilities. The MCA established a two-stage test for 
judging mental capacity:

• Stage 1 required the determination of whether the person had an ‘impairment or 
disturbance in the mind or brain’ which might affect the ability to make a deci-
sion (the so-called diagnostic test).

• Then, if relevant, stage 2 required the determination of whether the person could 
(a) understand information relevant to the decision to be made, (b) retain the 
information, (c) use or weigh the information and (d) communicate a decision 
using any means.

This second stage was essentially a functional test of capacity (Murphy & Clare, 
2003), and it was similar to that used elsewhere (e.g. in the USA, see below). Its 
emphasis on the decision to be made implied that capacity should not be considered 
in a generic way, but should be assessed for the specific decision at issue.

The MCA 2005 of England and Wales (Scotland has a different legislation, cur-
rently under review) has been criticised by the United Nations in relation to their 
CRPD, on the grounds that (1) the inclusion of a diagnostic test resulted in discrimi-
nation against people with disabilities and (2) that it fell short of supported decision 
making (see https://www.5sah.co.uk/knowledge- hub/articles/2015- 11- 27/a- gilded- 
cage- is- a- cage- no- less- the- mental- capacity- act- interfaced- with- the- un- convention- 
on- human- rights- of- disabled- people- and- the- eu- convention- on- human- rights). 
However, the House of Lords review in 2014 concluded that the Act was generally 
robust, though even after 7 years of implementation, it was not as widely understood 
and implemented as it might have been (see https://publications.parliament.uk/pa/
ld201314/ldselect/ldmentalcap/139/13902.htm). Only one part was subjected to 
major criticism: the Deprivation of Liberty Safeguards (DOLS), a late addition to 
the MCA and not relevant to financial capacity (DOLS were revised under the 
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Mental Capacity (Amendment) Act 2019 and are now termed the Liberty Protection 
Safeguards; they will come into force in April 2022). The House of Lords review 
concluded that authorities often remained paternalistic and/or risk averse, with 
capacity assessments frequently not being carried out at all and substitute decision 
making not being well embedded in professional practice. Research studies have 
also asserted that mistakes are very common in the way that practitioners assess 
mental capacity (Wade, 2019). According to Jayes et al. (2020), judges have also 
criticised practitioners on the grounds that they do not always use a functional test, 
and/or they assess generic capacity, rather than that required for the specific deci-
sion in question, and/or they fail to provide sufficient information about or support 
to the person being assessed.

The criteria for considering a person to have the mental capacity to make a spe-
cific decision vary in different jurisdictions, though many include components simi-
lar to those in England and Wales. In the USA these components are usually stated 
as ‘understanding information relevant to the decision; appreciating the information 
(applying the information to one’s own situation); using the information in reason-
ing; and expressing a consistent choice’ (Dunn et al., 2006). The criteria in England 
and Wales (see above) differ slightly in that they include being able to retain the 
information relevant to the decision, but do not separately list appreciating that the 
information applies to oneself (this is considered to be subsumed under understand-
ing the information).

A number of instruments for assessing mental capacity have been developed. 
Dunn et al. (2006), for example, reviewed 15 instruments for assessing capacity to 
make treatment decisions and 10 for assessing capacity to make a decision to take 
part in research (2 of the total of 23 instruments were designed to do both). Most 
had at least some evidence of reliability and validity (such as inter-rater reliability: 
Cronbach’s alpha; comparisons of scores from different groups). About half of the 
tools were structured clinical assessment tools, such as the MacCAT-T (Grisso 
et al., 1997), designed to assess capacity in relation to the specific issue in question, 
whereas the other half used pre-set vignettes. Dunn et al. found only one that was 
designed for people with ID (Cea & Fisher, 2003). In fact, others for people with ID 
do exist (see Arscott et al., 1999), but certainly there are far fewer for this care group.

 Financial Decision Making and Capacity

Financial capacity has been defined in a number of ways. Two examples of recent 
definitions are as follows:

• The capacity to manage money and financial assets in ways that meet a person’s 
needs and which are consistent with his/her values and self-interest (Widera 
et al., 2011, p. 698)

• The ability to manage one’s financial affairs in a manner that is consistent with 
self-interest and personal values (Marson & Hebert, 2008)
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A number of instruments have been designed to measure the capacity to make 
financial decisions, and, according to Pinsker et al. (2010), the methods of assess-
ment include three basic types: clinical interviews, standardised neuropsychological 
tests and performance-based assessments. In clinical interviews, the person them-
selves or their family members are asked to report on their financial capacity, but 
these strategies have disadvantages, in that the person themselves may not realise 
(or want to admit to) their difficulties, while family members may not always recall 
difficulties and may be influenced by biases and burdens of care (Pinsker et  al., 
2010). Neuropsychological assessments on the other hand tend to assess correlates 
of financial capacity, such as attention, language, memory and executive function-
ing, which may be correlates of financial capacity but are not direct measures. 
Lastly, performance-based tests take a more direct approach to assessing ability to 
manage finances. They may concentrate on simple activities like adding, subtracting 
and counting coins, but may also cover complex tasks such as the ability to make 
financial investments. Some are brief measures embedded in longer instruments 
designed for other purposes, such as the money management subscale of the 
Independent Living Scales (Loeb, 2003), while others focus only on financial capac-
ity. None of the tools found by Pinsker et al. were designed for people with ID.

In two recent reviews by Sudo and Laks (2017) and Ghesquiere et al. (2019) of 
structured assessments for evaluating capacity to make financial decisions, 12 dif-
ferent instruments were found altogether, mostly from the USA. These instruments 
are summarised in Table 17.1. All were developed for older adults in the community 
or for people with dementia in supported settings, though the FCAI also considered 
adults with acquired brain injury (n = 36), schizophrenia (n = 29), those with ID 
(n = 32), as well as those with dementia (n = 22). The majority of assessment instru-
ments consisted of tasks related to financial knowledge and management, though 
some also considered vulnerability to undue influence and obligations to others. A 
few included a clinical interview with informants, as well as the main participant, 
for information (e.g. Cramer et al., 2004). Some can be completed in only 15 min-
utes; others took 90  minutes. Most had reliability and validity data, though the 
extent of these varied (see Ghesquiere et al., 2019; Sudo & Laks, 2017, for details).

Since then a new measure has emerged from Italy, the Numerical Activities of 
Daily Living – Financial (NADL-F) test (Arcara et al., 2019). The measure focuses 
on seven different, relatively simple, financial tasks (e.g. counting coins, purchasing 
from a shop, reading bills, understanding banking terms and cheques), and it 
excluded estate management. It also entailed an interview, asking the participant if 
they had any difficulty in the tasks they had just done. Comparisons between the 
general population and those with mild cognitive impairment showed differences on 
all tasks, and it appeared from the interview that people were not aware of their own 
difficulties.
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Table 17.1 Instruments evaluating capacity to make financial decisions in older people

Researchers Tool Participants Comments and details

Marson et al. 
(2000)

Financial 
Capacity 
Instrument (FCI)

Older people with 
dementia

Examines declarative knowledge, 
procedural knowledge and 
judgement, using a series of 18 tasks 
(e.g. basic monetary skills, financial 
knowledge, cash transactions, 
chequebook management, bank 
statement management). These are 
subsumed under 9 domains, 
producing 2 global scores

Gerstenecker 
et al. (2015)

Financial 
Capacity 
Instrument – 
Short form 
(FCI-SF)

Older people with 
early dementia

37 items covering 4 domains (coins, 
chequebooks, bank accounts, 
conceptual knowledge and 
problem-solving)

Bassett 
(1999)

Financial 
Competency 
Questions (FCQ)

Older people with 
dementia

Financial relationships and legal 
obligations

Black et al. 
(2007)

Financial 
Assessment & 
Capacity Tool 
(FACT)

Geriatric psychiatry 
patients

46 items covering 9 domains

Kershaw & 
Webber 
(2008)

Financial 
Competence 
Assessment 
Inventory (FCAI)

Adults with cognitive 
impairments: 
acquired brain injury, 
schizophrenia, 
dementia and 
intellectual 
disabilities

Approx. 40 items in 6 subscales 
(everyday finance, financial 
judgement, estate management, 
cognitive functioning, debt 
management, support resources)

Edelstein 
(1999)

Hopemont 
Capacity 
Assessment 
Interview, finance 
section (HCAI)

Older adults with 
cognitive 
impairments

30 items related to three vignettes 
about finances. Maps onto 
understanding, appreciation, rational 
consideration and choice

Lichtenberg 
et al. (2015)

Lichtenberg 
Financial 
Decision Rating 
Scale (LFDRS)

Older adults 61 items in 4 domains (financial 
situation awareness, psychological 
vulnerability, financial transactions, 
undue influence)

Lichtenberg 
et al. (2016)

Lichtenberg 
Financial 
Decision 
Screening Scale 
(LFDSS)

Older adults 10 items in two domains 
(intellectual functioning and 
susceptibility to undue influence)

Cramer et al. 
(2004)

Measure 
Assessing 
Awareness of 
Financial Skills
(MAFS)

Older adults 3 separate questionnaires (34 
self-report items for participant, 34 
items for informant and 6 functional 
tasks for participant)

(continued)
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Table 17.1 (continued)

Researchers Tool Participants Comments and details

Wadley et al. 
(2003)

Prior Financial 
Capacity Form 
(PFCF) and 
Current Financial 
Capacity Form 
(CFCF)

Older adults with 
dementia

Covers similar domains to FCI; the 
PCFC is for carers to measure 
finance capacity before dementia; 
the CFCF is for the person with 
dementia to measure current 
financial competence

Darzins et al. 
(2000)

Property and 
Finance Capacity 
Assessment 
(PFCA)

Older adults 4 domains: knowledge of assets 
debts, income and expenses; 
obligations to family; understanding 
choices; appreciating consequences

Marson et al. 
(2009)

Semi-structured 
Clinical Interview 
for Financial 
Capacity (SCIFC)

Older adults with 
cognitive impairment

8 items in 8 domains similar to the 
FCI

 Financial Decision Making and Capacity in People with ID

Extremely few studies of everyday financial decision making have been undertaken 
with people with ID, and there are none with people with autism spectrum condi-
tions (though some studies using laboratory tasks have considered how people with 
autism spectrum conditions make other decisions, see, e.g. Farmer et al., 2017; Vella 
et  al., 2017). The only instrument examining financial decision making in the 
reviews above that included people with ID was the FCAI (Kershaw & Webber, 
2008), and even then they were not the focus of the study. None included people 
with autism spectrum conditions.

However, Suto and her colleagues in Cambridge (UK) have completed a series of 
studies of financial abilities (and the underlying skills necessary), specifically 
focused on people with ID. In the first study, completed before the MCA of 2005, 
Suto et al. (2002) investigated the records relating to Enduring Powers of Attorney 
at the Court of Protection (the body responsible for overseeing the management, by 
others, of a person’s finances). They found that the assessments of financial capacity 
were frequently completed by a general practitioner (family doctor) and were often 
simply diagnostic, although functional assessments were recognised as preferable 
(Murphy & Clare, 2003).

Suto and her colleagues went on to consider the underlying skills necessary for 
making financial decisions (Suto et  al., 2006), arguing that there was very little 
work on such constructs as quantity, numbers and money in people with intellectual 
disabilities. They developed five tasks, based on the order in which typically devel-
oping children acquire an understanding of quantity and numbers. The tasks were as 
follows (see Suto et al., 2006, for details):

 1. Ordering quantities
 2. Number familiarity
 3. Money familiarity
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 4. Ordering numbers
 5. Ordering money

People with ID found that ordering quantity was the easiest task, followed by num-
ber familiarity and money familiarity. The hardest tasks were ordering numbers and 
money. The results suggested that people with ID acquired these skills in the same 
order as typically developing children.

Suto and colleagues then constructed a measure of financial capacity, consisting 
of five simple vignettes of increasing complexity (Suto et al., 2005a). In the first 
vignette, the person (John) was going to the supermarket and had to decide whether 
to buy milk or chocolate, as he had only enough money for one of these; in the sec-
ond, he was buying jeans and could buy one cheap pair or one more expensive pair; 
in the third, the person was going to work in an outdoor job and had to decide 
whether to go or not, because it was raining, but he would lose his payment if he did 
not go; in the fourth, the person was trying to decide whether it was worth getting 
an old car repaired or whether it would be better to buy another; in the final task, the 
person was deciding about shares in a power company. Each scenario was accom-
panied with pictures, and there were five questions following each (the answers 
were scored 0, 1, 2), such that a maximum score of 50 could be gained. The ques-
tions related to the identification of the problem described, understanding the 
choices to be made, reasoning about the choices, appreciating who the choices 
would affect and communication. People with ID (n = 30) scored significantly less 
well than a group of average ability and less well than a group of people with high 
ability. Nevertheless, 40% of the people with ID were able to make at least one deci-
sion (i.e., scored 10/10 on that decision), while none of them could make all five 
decisions. Members of the general population group were all able to make one deci-
sion, but only about 20% were able to make all five. The very able group were also 
mostly unable to make the most complex decision (about one third scored 10/10 for 
the shares vignette). The most difficult of the five questions for each vignette, for the 
ID group, were the understanding and reasoning questions. The results suggested 
that financial capacity was a continuum and that not everyone in the general popula-
tion could make the most difficult decisions. It emphasised the need to assess finan-
cial capacity carefully, in a decision-specific way.

In a later study, Suto et al. (2005b) examined the extent to which capacity to 
make financial decisions (as measured by the new instrument) correlated with intel-
lectual ability, with understanding of financial concepts (quantity numbers, money) 
and experience of making everyday choices in life. All four factors were signifi-
cantly correlated, but it seemed that intellectual ability affected only financial deci-
sion making through its influence on the understanding of financial concepts. 
Experience of everyday choices on the other hand appeared to directly affect finan-
cial decision-making abilities. The implication was that to improve the financial 
autonomy of people with ID, it would be important both to support them to improve 
their understanding of financial concepts and to allow them more opportunities for 
everyday decision making. Based on their studies, Suto and her colleagues 
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produced practical guidance for supporting people with ID to make financial deci-
sions, including the development of the underlying skills (Suto et al., 2007).

Willner et al. (2010b) argued that very little is known about the abilities of people 
with ID to weigh up information, even though this is one of the required stages in 
decision making in the MCA 2005 (and is equivalent to reasoning in other defini-
tions). In one study, they demonstrated that people with ID did not appear to weigh 
up two variables when deciding whether they wanted a small reward straight away 
or a larger reward in a few days’ time (using the laboratory task of temporal dis-
counting). They found that people with ID sometimes responded to the task in a 
random way, but when they responded nonrandomly, they rarely used both sources 
of information (size of reward and degree of delay), unlike people without ID 
(Willner et al., 2010a). In a second study, using both the temporal discounting task 
and the measure of financial capacity devised by Suto and her colleagues (with 
some adjustments to the scoring), together with measures of IQ and executive func-
tioning, Willner et al. (2010b) replicated the Suto et al. (2005a) results on the finan-
cial decision-making tool, finding very similar scores for their group of people with 
ID, though with slightly lower scores on the appreciation aspect. Willner et al. also 
found that financial decision-making abilities correlated with IQ, as did Suto et al. 
(at around 0.40), and they documented a significant correlation with executive func-
tioning that they argued was more important to decision making than IQ. As Willner 
et al. had not measured basic numerical ability (unlike Suto and colleagues), it was 
not possible for them to say whether executive functioning contributed more than, 
or less than, numerical ability in determining financial capacity.

 Case Example

Ms Lane (not her real name) was 24 years old and had mild ID. She was referred for 
an assessment of her capacity to make decisions, including her capacity to manage 
her finances.

Ms Lane had been born very prematurely (at 26 weeks) and had respiratory dis-
tress and a large intraventricular haemorrhage, along with other neurological prob-
lems, which left her with severe cerebral palsy. She had limited use of her left hand 
but could not stand, walk or transfer independently. She used a motorised wheel-
chair and could operate it with her left hand but had no sitting balance, so she 
needed carers to help her wash, dress and use the toilet, but she could eat and drink 
independently. Ms Lane was able to communicate verbally (though she was some-
what dysarthric) and could use an iPhone, for making phone calls, and an iPad. Her 
reading skills were relatively good, and her writing skills were adequate for short 
emails. She was able to go out independently to the local area, managing small 
roads, and could withdraw cash from an ATM locally and buy herself coffee at the 
local café.

A personal injury claim had been made against the hospital where Ms Lane was 
born, and she obtained an award of £3 million. Some of this had been used to buy 
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her house where she lived with her family (her mother, father and two younger 
brothers). At first, the personal injury award was managed by Ms Lane’s father, but 
following family arguments, Ms Lane now had a finance deputy (this is a person, 
often a lawyer, appointed to manage finances, called a guardian or conservator in 
other jurisdictions). However Ms Lane had recently argued with her finance deputy 
(refusing to see her or talk on the phone) and said she wanted to manage her own 
finances. She had also stated recently that she wanted to live alone in her house with 
a friend and wanted her family to move out. Her family disputed this and felt she did 
not understand the implications. They argued that they would be unable to buy a 
house themselves as they had insufficient savings. They were resentful that, after 
looking after Ms Lane for 24 years, she was rejecting them. Ms Lane was referred 
for an assessment of her financial capacity and (not considered here) her capacity to 
decide on her own care arrangements.

As regards her financial capacity, Ms Lane was assessed using Suto et al.’s finan-
cial assessment vignettes. Ms Lane was able to score 10/10 for each of the first three 
vignettes (buying milk in a supermarket, buying jeans, taking a day off work) but 
only scored very low scores on the other vignettes (getting a car repaired and invest-
ing in a power company). She was also assessed for her ability to understand the 
value of coins and notes and to calculate her change from simple purchases, which 
she was able to do. Moreover, Ms Lane was able to estimate what she could buy 
with £10 (five chocolate bars or some food, like bread, milk, butter, cheese) and 
£100 (a week’s food for several people; or clothes like jeans, t-shirts and jumpers; 
or a coat). She was not sure what £1000 would buy but thought £10,000 would buy 
a car or a swimming pool. Ms Lane thought £100,000 would buy a mansion, and she 
thought her current house would be worth £40,000. In fact it was probably worth 
about £400,000, and in her part of the UK, £100,000 would not be enough even for 
a one-bedroom flat. Ms Lane was asked how much a holiday (in UK) would cost, 
and she thought about £2000 but added that if she went with her paid carers, it 
would cost £30,000 (a major overestimate). Ms Lane was shown some monthly 
bank statements, giving income and expenditures, and was asked to explain them. 
She was unfamiliar with them and could not do so. However, Ms Lane could under-
stand electricity bills and water bills and understood her phone bill and her phone 
contract.

It was concluded that, as regards her financial capacity, Ms Lane was able to use 
coins and make simple purchases, up to a value of about several hundred pounds. 
She was not able to handle larger amounts of money without support nor did she 
currently understand the values of expensive items such as houses. She was able to 
understand utility bills, but not able to understand bank statements, though she 
could withdraw money from a bank.

Ms Lane had had very few experiences in life involving financial choices, apart 
from purchasing small items. She had not been shown bank statements before and 
had not discussed the values of large items of expenditure. It was recommended that 
at present, she did not have the financial capacity to manage her own money and 
affairs entirely, but she could manage small amounts of money up to the value of 
several hundred pounds. It was recommended that she should be provided with 
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further financial education and support and be re-assessed in a year’s time. There 
was also a considerable amount of family work needed, to ensure that the family 
understood that the personal injury claim was for Ms Lane and not for the family. It 
transpired that Ms Lane did have the capacity to decide on her own care, but wanted 
to maintain contact with her family. Clearly there would need to be considerable 
help and support for Ms Lane and the family to come to amicable arrangements for 
the future, quite apart from the financial issues at stake.

Following the assessment, Ms Lane had a budgeted amount of her own money, 
from her personal injury claim, to spend as she liked and a new finance deputy for 
larger monetary decisions. The new finance deputy lived more locally to Ms Lane 
and could make face-to-face visits to discuss Ms Lane’s wishes. In addition, finance 
education classes were being sought to assist Ms Lane to understand more about her 
finances.

 Models of Financial Capacity

At first sight, financial decision making might seem to entail a single set of abilities, 
but many studies have found that it is really a complex network of skills, ranging 
from simple numerical skills (such as counting coins, understanding quantity, add-
ing and subtracting), through to knowledge of financial processes (how to use a 
chequebook, how to use a bank, how to read bank statements) and, finally, under-
standing of expenditure, debts, budgets, assets, interest, inflation, wills and so on. 
Moreover, the social skills of understanding exploitation by others, and financial 
abuse, as well as the concept of obligations to others, have been considered relevant 
in some of the financial capacity instruments for older people considered above.

Marson (2016) has suggested that there are six basic theoretical models underly-
ing the concept of financial capacity – see Table 17.2. Arguably, several of these are 
extremely similar (e.g. models 2 and 3; models 4 and 5) and are exemplified by 
slightly different aspects of the same instruments. Nevertheless, from the table, it is 
clear that different instruments have rather different emphases, and they can all be 
criticised for different reasons. For example, Pinsker et al. (2010) have criticised the 
third model as being strong on cognitive factors but not sufficiently strong on social, 
emotional and cultural factors. Likewise, Marson (2016) has criticised the fourth 
model as useful only for indicating a person’s capacity to make specific decisions, 
not for indicating a person’s overall capacity.

In practice, a combination of approaches to assessing financial capacity is often 
required, and this is illustrated in the case example above. Moreover, after assess-
ments of financial capacity have taken place, the person’s wishes need to be para-
mount, with any substitute decision-maker ensuring that they understand what the 
person themselves wants. In fact, this comes very close to the model of supported 
decision making when properly executed.
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Table 17.2 Marson’s six models of financial capacity (Marson, 2016)

Model Examples Main tenets

1. Instrumental 
activity of daily 
living

Lawton & Brody 
(1969)

Financial capacity as an instrumental activity of 
daily living, like using the telephone, shopping, 
food preparation, housekeeping, laundering, use 
of transportation and use of medicine. Financial 
capacity classified as dependent (needing support 
with all financial tasks), partially dependent 
(being able to handle daily purchases, but 
otherwise needing support for more complex 
activities) or independent (being able to handled 
financial transactions at all levels)

2. Clinical model Marson et al. (2000) The ability to perform financial skills (from basic 
ones such as counting coins to more complex 
ones like reviewing bank statements or making 
investments) and to make judgements about what 
is in one’s best interests

3. Cognitive 
psychological model

Marson et al. (2000) Considers declarative knowledge (such as 
knowing the values of coins, arithmetic rules, the 
meaning of financial terms, such as interest rate, 
loan and bond) and procedural financial 
knowledge (such as calculating change when 
making purchases, writing cheques) and 
judgement (the ability to combine declarative and 
procedural financial skills to make personal 
decisions in line with self- or best interest)

4. Financial capacity 
as a decision-
making capacity (as 
for decision making 
about medical 
treatment)

Grisso & Appelbaum 
(1998), Lai et al. 
(2008) instrument; 
also part of 
Lichtenberg et al.’s 
(2015) measure.

Considers the ability to understand information 
relevant to a financial decision, appreciate the 
personal effects of the possible choices, reason 
about the potential outcomes of the various 
possible choices and make a choice

5. The person- 
centred model

Lichtenberg et al. 
(2015)

Intellectual factors (from the decisional model 
above) are combined with contextual factors 
(such as likely exploitation and any undue 
influence) and personal values, to come to a 
judgement about a person’s financial capacity

6. Institute of 
Medicine model 
(IOM) (USA)

IOM model was 
constructed to assist 
Social Security 
Administration
(see Medicine & 
National Academies 
of Sciences, 2016)

Focused on ‘financial capability’, i.e. the 
real-world capability of the person to manage 
their finances. Assessments of financial capacity 
in the clinic are only part of the person’s financial 
capability, since outside the clinic, they may be 
less able to exert their skills and knowledge, due, 
for example, to differing stresses, supports and 
resources
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 Summary and Conclusions

People with ID have only been encouraged to manage their own finances in recent 
decades. They are known to be sometimes subjected to financial abuse, though this 
is probably less frequently a risk than for older people, partly because people with 
ID tend to be less wealthy.

In many jurisdictions there are now formal legal arrangements for managing the 
money of those people with ID who do not have capacity to manage their own 
finances (replacing the very widespread informal arrangements of the past). 
However, there has been surprisingly little research on how to assess financial 
capacity in those with ID and even less into how to promote and support them to 
acquire these skills, so as to empower people with ID to exercise full autonomy. The 
Mental Capacity Act in England and Wales does allow and encourage support for 
people to make decisions (see https://www.5sah.co.uk/knowledge- hub/
articles/2015- 11- 27/a- gilded- cage- is- a- cage- no- less- the- mental- capacity- act- 
interfaced- with- the- un- convention- on- human- rights- of- disabled- people- and- the- eu
convention- on- human- rights). However, it falls short of full supported decision 
making as envisaged by the CRPD.

Meanwhile, for people with autistic spectrum conditions, even less is known 
about their decision making. In laboratory tasks, intellectually able people with 
autism seem to make more effortful and logical decisions than the general popula-
tion (Farmer et al., 2017; Vella et al., 2017), and this seems to extend to some other 
everyday decisions (Luke et  al., 2012), but whether it applies to their everyday 
financial decision making is not certain.

It is important to note that financial decision making is not the same as decision 
making in other areas of life. For example, it seems to require specific numerical 
skills, according to Suto et al. (2005b), something unlikely to be relevant to deci-
sions about other matters, such as medical treatment. It is also clear that experience 
in making choices is important to financial decision making, suggesting that these 
are both areas for carers to be aware of and to encourage, in order to maximise the 
financial capacity of people with ID.
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Chapter 18
Decision Making and Vulnerability 
to Maltreatment

Linda Hickson and Ishita Khemka

 Introduction

Having an intellectual and/or a developmental disability (IDD) is a major risk factor 
for experiencing maltreatment. According to some studies, up to 90% of women 
with IDD and up to 86% of men with IDD experience maltreatment sometime dur-
ing their lives (e.g., Hughes et al., 2011). Maltreatment encompasses the full range 
of abuse involving physical, sexual, or emotional harm to a person. During adoles-
cence, maltreatment research tends to focus on social victimization, consisting of 
bullying or cyberbullying by peers, which is a common occurrence in schools 
(Hickson & Khemka, 2021). During adulthood, the focus shifts to domestic vio-
lence (DV), intimate partner violence (IPV), and sexual assault (SA) (Hickson & 
Khemka, 2016). Most troubling is the finding that between 97% and 99% of the 
abuse of individuals with IDD is perpetrated by persons who are known, and likely 
trusted, by the person with IDD (Baladerian, 1991; Stevens, 2012). Perpetrators 
include parents, peers, intimate partners, extended family members, caregivers, 
teachers, bus drivers, and other service providers.

Our own interest in the role of decision making in the maltreatment of individu-
als with IDD began about 25 years ago with the highly publicized Glen Ridge Trial 
of four young men for the SA of a young woman with intellectual disabilities (ID) 
(see Hickson et al., 1998). Transfixed by the 5-month trial, we became sensitized to 
the central role of decision making in the vulnerability of the young woman. 
Decision making played a similarly central role in a more recent event where a 
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30-year-old woman with ID went out with a group of women and men whom she 
had thought were her friends. Over a period of several days, after humiliating her 
and brutalizing her, they stabbed and strangled her to death (McKinney, 2018).

An awareness of events such as these, and their all too common variations, has 
undergirded our focus on the independent decision-making capabilities of individu-
als with IDD in interpersonal situations that could jeopardize their safety. In one of 
our early studies on this topic, we asked adults with and without ID what a protago-
nist should do in a series of vignette situations where there was a threat of harm, 
including physical danger, involvement in stealing, and sexual assault. Adults with-
out ID gave vigilant decision responses (i.e., responses that appeared to be in the 
best interest of the protagonist) 91% of the time, while adults with mild ID gave 
vigilant decision responses only about 50% of the time (Hickson et al., 1998). The 
situations were based on the real-life experiences of adults with ID living in the 
community, with one situation based on the initiating event in the Glen Ridge case. 
The vignette depicted a young woman, “Emily,” who was pressured, with the lure 
of a date, by “Jeff,” who had often made fun of her in the past, to go with him and a 
group of guys to his friends’ house where, in the real-life situation, she was sexually 
assaulted. When presented with this scenario, only one of the study participants 
without ID said that Emily should go with Jeff. However, about two thirds of the 
adults with ID said that Emily should go with Jeff.

In another study (Khemka & Hickson, 2000), women and men with ID were 
presented with videos of decision-making scenarios that placed a key decision- 
maker at risk of physical, sexual, or verbal/psychological abuse. Overall, partici-
pants said that the key decision-maker should take direct prevention-focused action 
to stop or avoid the abuse only 45% of the time. They recommended actions that 
were other-dependent and involved seeking help an additional 20% of the time, but 
in most of the situations, immediate, independent action would have been necessary 
to stop the abuse. In effect, 35% of the time participants suggested decisions that did 
not involve stopping the abuse or reporting afterwards.

Around that same time, several studies had reported that individuals with IDD, 
primarily ID, manifested serious shortcomings with various aspects of decision 
making. These early research studies tended to assume that people followed a 
deliberative, stepwise model of decision making encompassing at least four steps: 
(1) framing the problem, (2) generating alternatives, (3) evaluating consequences, 
and (4) choosing a course of action (see Hickson & Khemka, 1999 for a review of 
these studies). The early studies generally pointed toward cognitive limitations as 
the source of decision-making difficulty for individuals with ID (e.g., Healey & 
Masterpasqua, 1992; Jenkinson & Nelms, 1994; Short & Evans, 1990; Smith, 
1986). However, it soon became apparent that the sources of the difficulty were 
not limited to cognitive factors or to attempts to apply a stepwise process. There 
was mounting evidence that decision making involves the complex interplay of 
cognitive, motivational, and emotional components and that decision making 
does not always involve a planful, stepwise process (see Hickson & Khemka, 
2013, 2014; Khemka & Hickson, 2017b).

L. Hickson and I. Khemka



425

It is important to note that our interest in understanding and documenting the 
decision-making patterns of individuals with IDD is not motivated simply by a 
desire to provide a detailed description of their limitations. Rather, we have long 
been committed, in the spirit of positive psychology, to seek ways to strengthen 
resilience and reduce vulnerability to maltreatment so that individuals with IDD can 
freely engage “in positive and satisfying interpersonal relationships and improved 
quality of life” (Hickson & Khemka, 2013, p. 198).

The next section briefly describes the types of assessments that we have used to 
study interpersonal decision making in our studies. This is followed by reviews of 
the research literature that links maltreatment to decision making in adolescents and 
adults with IDD. Risk and protective factors for maltreatment are highlighted.

 Assessment of Interpersonal Decision Making

Building on the findings of the early research, we undertook a series of studies 
aimed at gaining a clearer understanding of the role of decision making, by adoles-
cents and adults with various types of IDD, in interpersonal situations with a risk of 
victimization or abuse. To assess various aspects of how individuals with IDD 
approach decision making in those situations, we have typically used brief vignettes 
to simulate maltreatment situations likely to be encountered by individuals with 
IDD. Although we have not been in a position to systematically observe their real- 
life decision making, we have worked closely with teachers and support profession-
als, in focus groups and informally, to ensure that the vignette situations were drawn 
from the real-life experiences of individuals with IDD.  Table  18.1 lists some of 
these studies and illustrates the range of measures that we have used in our effort to 
capture different dimensions of decision making in response to the hypothetical 
scenarios.

In all of our studies, we have focused on various aspects of independent decision 
making on the premise that most individuals with IDD will have to handle difficult 
situations on their own at various points in their lives. This focus feels all the more 
urgent in the domain of maltreatment because of the frequent occurrence of abuse 
by caregivers, intimate partners, family members, and other trusted individuals.

In the first of our decision-making studies (the one that included a vignette based 
on the Glen Ridge case), we measured vigilant decision responding (Hickson et al., 
1998). In that study, adults with ID were asked to respond to 12 vignettes that were 
read aloud to them by an interviewer (adults without ID received a paper-and-pencil 
version of the same vignettes). Scenarios included interpersonal situations in which 
a protagonist was called upon to make a decision. Situations typically involved a 
conflict between seeking a possible social or material gain (e.g., a date) versus the 
advisability of taking a socially responsible or self-protective action to avoid a nega-
tive consequence. Participants were then asked what the (named) protagonist should 
do and why. Responses reflecting planful decision making that appeared to be in the 
best interest of the protagonist were classified as vigilant. Responses that were 
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Table 18.1 Assessments of interpersonal decision making by individuals with IDD

Scale Reference(s)
Domains of 
maltreatment Decision Question(s)

Interpersonal Decision-
Making Scale
(Adults)
(12 vignettes)

Hickson et al. 
(1998)

Sexual abuse
Physical abuse
Verbal/psychological 
abuse

What should ___ do and 
why?

Social Interpersonal 
Decision-Making Video 
Scale
(Adults)
(12 vignettes)

Khemka (2000)
Khemka and 
Hickson (2000)
Hickson et al. 
(2008)

Sexual abuse
Physical abuse
Verbal/psychological 
abuse

Is ___ faced with a 
problem?
What is ___’s problem?
What is the best thing 
for ___ to do?
Why is this the best 
choice for ___?

Self Social Interpersonal 
Decision-Making Scale 
(Adults)
(6 vignettes)

Khemka (2000)
Khemka et al. 
(2005)

Sexual abuse
Physical abuse
Verbal/psychological 
abuse

What would you do if 
you were ever in this 
situation?

Decision-Making Scale 
(Adults)
(6 vignettes)

Hickson et al. 
(2015)

Sexual abuse
Physical abuse
Verbal/psychological 
abuse

What is happening in 
this story?
What should ___ do?

Decision Making in 
Coercive Situations Scale
(Adolescents)
(12 vignettes)

Khemka et al. 
(2009)

Coercion with a lure
Coercion with a threat
General coercive tactic

What should ___ do?

Adolescent Decision-
Making Scale-PEER
(Adolescents)
(8 vignettes)

Khemka et al. 
(2016)

Negative peer pressure What is the best thing 
for ___ to do?

Cyberbullying Decision-
Making Scale
(Adolescents)
(6 vignettes)

Khemka (2016) Cyber situations of 
peer pressure or 
victimization

How do you think ____ 
might be feeling in this 
situation?

considered maladaptive included those that were hypervigilant, avoidant, compla-
cent, or other.

In an effort to present decision-making situations that were closer to real-life 
situations, we used a video measure in three subsequent studies (Khemka, 2000; 
Khemka & Hickson, 2000; Hickson et  al., 2008). This measure, the Social 
Interpersonal Decision-Making Video Scale (Khemka, 2000), contained 12 abuse 
scenarios (equal numbers of sexual, physical, and verbal/psychological abuse) and 
12 filler items involving interpersonal conflict that could be resolved safely through 
compromise or negotiation. The vignettes consisted of short video clips (less than a 
minute) with a visual overlay. Each video was immediately followed by four ques-
tions read by an interviewer: (1) Is ___ faced with a problem? (2) What is ___’s 
problem? (3) What is the best thing for ___ to do? (4) Why is this the best choice 
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for ___? Independent prevention-focused decision-making scores were based 
jointly on responses to questions 3 and 4 as follows: (a) independent decision mak-
ing with a specific rationale (3 points), (b) independent decision making with a 
general rationale (2 points), independent decision making with no rationale (1 
point), or no independent decision making (0 points).

Two studies included a self decision-making verbal measure consisting of 6 
vignettes (Khemka, 2000; Khemka et  al., 2005). The hypothetical situations 
included equal numbers of situations of sexual, physical, and verbal abuse. The 
interviewer read the vignette aloud and asked, What would you do if you were ever 
in this situation? Credit was given for each independent prevention- focused deci-
sion suggested by the participant.

The Decision Making in Coercive Situations Scale (Khemka et al., 2009), consist-
ing of 12 verbally presented vignettes, was developed to assess the ability of adoles-
cents with ID to handle situations involving three types of coercion – coercion with 
a threat, coercion with a lure, and coercion with no specific coercive tactic. After 
reading each vignette, the interviewer asked the following question: What should 
___do? The 12 coercion vignettes were interspersed with 12 filler vignettes depict-
ing noncoercive conflict situations. Responses were coded as recommending (1) 
independent, assertive action, (2) reporting responses, or (3) other (see Table 18.2).

An updated, verbally presented Decision-Making Scale, consisting of 6 abuse 
vignettes (2 sexual, 2 physical, and 2 verbal/psychological) was included in the 
pretest/posttest battery for the evaluation of ESCAPE-DD, an abuse prevention cur-
riculum for adults with IDD (Hickson et al., 2015). Vignettes were read aloud to 
participants with IDD and they were asked two questions: (1) What is happening in 
this story? and (2) What should ___ do? Responses were scored for overall effective 
decision making (attempts to seek safety now and/or later through independent 
action or by seeking help) and safe-now effective decision making (independent 
actions aimed at seeking immediate safety) (see Table 18.3).

Table 18.2 Sample decision-making vignettes presented to adolescents with IDD in Khemka 
et al. (2009)

Coercion with a threat
Lisa goes for job training in a hospital where she is learning to do laundry. One day while Lisa 
is working in the laundry room, Mr. Drake the janitor comes in. Suddenly, Mr. Drake tells Lisa 
that he will hurt her if she does not kiss him.
What should Lisa do?

Coercion with a lure
Carol goes for job training in a shoe store where she is learning to shelve boxes. One day, while 
Carol is working in the storage room, Mr. Jones the janitor comes in. Suddenly, Mr. Jones offers 
to give Carol some money if she will kiss him.
What should Carol do?

Coercion with no specific tactic
Julia goes for job training in a cafeteria where she is learning to wash dishes. One day while 
Julia is working in the kitchen, Mr. Smith the janitor comes in. Suddenly, Mr. Smith urges Julia 
to kiss him.
What should Julia do?

18 Decision Making and Vulnerability to Maltreatment
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Table 18.3 Sample decision-making vignettes presented to adults with IDD in Hickson et al. (2015)

Sexual abuse
Alex has a job at the shoe store. Recently, Jason, a new guy, was hired to also work in the store. 
One day at work, Alex was buying a Coke™ from the vending machine during his lunch break. 
Suddenly, Jason, the new guy in the store, comes up behind Alex. Jason then grabs Alex from 
behind and touches his private parts.
What is happening in this story?
What should Alex do?

Verbal/psychological abuse
Rosie lives with her parents. Rosie has just gotten a job in the neighborhood store. One day, 
when Rosie was leaving to go to work, her father gives her the finger. Rosie’s father laughs 
loudly at Rosie and tells her, “You are too stupid to hold a job, you loser. You will be fired by the 
end of the week.”
What is happening in this story?
What should Rosie do?

Physical abuse
Betty and Peter have been married for a year. Betty works at the grocery store and does not get 
home until late at night. Peter, her husband, stays at home and is supposed to cook the meals. 
One night, Betty comes home tired after work and finds her husband Peter watching TV. When 
Betty asks Peter what is for dinner, he does not answer Betty. When Betty asks again, Peter gets 
very upset and picks up a dish. He throws the dish at Betty and it hits her on the side of her 
head.
What is happening in this story?
What should Betty do?

An adolescent measure was developed for an evaluation of PEER-DM, a 
 decision-making curriculum to teach youth with IDD to resist negative peer pres-
sure (Khemka et al., 2016). After reading each of the 12 vignettes to participants, 
the examiner asked the following question: (1) What is the best thing for ___ to do? 
Effective decision responses were those that involved immediate, direct attempts to 
confront the pressuring peer or take action that implied not going along with the 
negative peer pressure (e.g., don’t do it; seek help). Additional details about some of 
these studies are presented, as relevant, elsewhere in this chapter. There is a clear 
need for continued instrument development to provide more life-like and standard-
ized measures of decision making to be used across studies (see Petitpierre and 
Tabin in this volume for a discussion of these issues).

 Maltreatment and Decision Making During Adolescence

Research has shown that adolescents with IDD have a heightened risk for maltreat-
ment relative to their typically developing (TD) peers (see Blake et al., 2012; Reiter 
et al., 2007). Although research focuses on peer victimization during adolescence, 
physical and sexual abuse by family members (usually referred to as child abuse) 
continues into adolescence, with sexual abuse increasing until age 18.0 (see Hickson 
& Khemka, 2021). Peer victimization during adolescence most often consists of 
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bullying and related forms of peer aggression or coercion, including cyberbullying 
using electronic media. Based on a definition set forth by Olweus (1993) in con-
junction with his pioneering work in Norway, bullying is typically defined as having 
three components: (1) peer aggression intended to cause harm, (2) repeated behav-
ior by the same individuals, and (3) an imbalance of power. Peer victimization can 
consist of various forms of physical or relational peer aggression and bullying as 
well as other forms of negative peer influence or coercion (see Khemka et al., 2009). 
Bullying and other forms of peer victimization are quite common, even for adoles-
cents without disabilities, and can cause both immediate and long-term harm, 
including anxiety, depression, and suicidal ideation for both victims and bullies 
(Swearer et al., 2010).

 Peer Aggression and Bullying

Christensen et al. (2012) compared a group of 13-year-olds with ID with a group of 
their TD peers. They found higher rates of bullying victimization for the adolescents 
with ID (62%) than for those without ID (41–42%). Rates of victimization were 
related to social problems and social withdrawal. Cook et al. (2010) suggested that 
limitations in social competence and communication skills can have an overall neg-
ative impact on the peer relations and friendships of children and youth with autism 
spectrum disorders (ASD) and ID, leading to peer rejection and loneliness.

In our study on decision making in coercive situations (Khemka et al., 2009), we 
explored the ability of adolescents with ID to make self-protective decisions when 
faced with three types of coercive tactics. They were asked to respond to a series of 
hypothetical decision-making vignette situations depicting coercion with a lure, 
coercion with a threat, and a similarly urgent (coercive) request, but without the 
specific coercive tactic of a threat or a lure. Overall, the participants suggested that 
the protagonist take independent prevention-focused action only about half the 
time. They were less likely to make decisions suggesting independent action to 
resist the abuse in the coercion-with-a-threat condition compared with the lure- or 
no-specific-coercive-tactic conditions. Under the threat condition, they were more 
likely to suggest reporting the abuse and requesting help than in the other two condi-
tions, suggesting that they did not feel well-prepared to take action to handle the 
situations on their own (refer to Table  18.2 for samples of the decision-making 
vignettes used in that study).

 Youth with ASD are even more vulnerable to peer victimization than their peers 
with other disabilities (Humphrey & Hebron, 2015). After reviewing the literature 
from 2002 to 2013, Schroeder et  al. (2014) reported that, relative to adolescents 
with other special needs and those from the general population, adolescents with 
ASD were at greater risk for physical, verbal, and relational bullying. Zeedyk et al. 
(2014) conducted in-depth interviews comparing 13-year-olds with ASD and ID 
with their TD peers and found that the adolescents with ASD were victimized more 
often than those in the other two groups. Further evidence that youth with ASD may 
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be more vulnerable to victimization, compared to peers with other disabilities, has 
been reported by Maïano et al. (2016). Sreckovic et al. (2014) reviewed literature 
published between 2002 and 2014 and concluded that adolescents with ASD were 
victimized at very high rates, with yearly rates between 46% and 94%. Similarly, 
Fisher and Taylor (2016) reported that 73% of their sample of adolescents with ASD 
reported that they had been victimized.

On the premise that decision-making effectiveness can play a key role in many 
situations of maltreatment, in one of our studies (Khemka et al., 2013), we com-
pared the performance of adolescents with ASD with that of a group, matched for 
mean age and IQ, with other disabilities (including ID, LD, and speech/language 
disorder). Participants were asked to respond to 12 decision-making vignettes 
depicting negative peer pressure to engage in substance use, stealing, shirking 
responsibilities, and risking abduction. The adolescents with ASD produced fewer 
effective decision-making responses than the adolescents with other disabilities, 
supporting the need to consider factors other than IQ to account for the findings – 
possibly differences in social understanding. According to the peer interaction 
model proposed by Humphrey and Symes (2011), a lack of social skills can lead to 
a reduced frequency of positive peer interactions, conflict with peers, and rejection 
and isolation for youth with ASD.

Van Roekel et al. (2010) reported that adolescents with ASD who were often bul-
lied tended to interpret bullying situations as nonbullying situations. This tendency 
was associated with weaker performance on theory-of-mind tasks and higher rates 
of bullying perpetrator behavior. It has been suggested that youth with ASD experi-
ence difficulty with responding to bullying situations because of limitations in their 
understanding of the dynamics of social situations and because of difficulty over-
coming autism-related inflexibility (Garner & Hinton, 2010; Wainscot et al., 2008). 
They may also be hindered by less ability to employ an intuitive decision-making 
style and greater reliance on a characteristically slow, deliberative decision-making 
style – especially in situations with a threat of victimization where a rapid decision 
and response is called for (e.g., Brosnan et  al., 2014; Levin et  al., 2015; Luke 
et al., 2012).

 Cyberbullying

Cyberbullying, also referred to as cyber aggression, can be extremely harmful, even 
if it happens only once, because it can be viewed by hundreds of peers and it can 
remain online permanently (Underwood & Ehrenreich, 2017). Because cyberbully-
ing is a relatively new phenomenon, there have been few studies to date with ado-
lescents with IDD.

In a study with 5th, 8th, and 11th graders without disabilities, it was found that 
beliefs endorsing bullying were significant predictors of cyberbullying as well as 
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physical and verbal bullying (Williams & Guerra, 2007). Hase et al. (2015) reported 
that most of the middle and high school students without disabilities in their study 
who were victims of cyberbullying online were also victims of in-person bullying 
and that both were associated with negative mental health outcomes. Rice et  al. 
(2015) reported that most cyberbullying by the middle school students in their study 
occurred on Facebook™ or via text messaging. Frequent victims were likely to 
report using the Internet for at least 3 hours a day. Experiences of cyberbullying 
present challenging demands for effective and timely decision making.

In a recent study (Khemka et al., submitted), we examined the decision-making 
preferences of 6th, 7th, and 8th grade TD girls and boys on how they thought a peer 
(from a vulnerable group) should handle a situation of physical, verbal, or cyberbul-
lying. Boys were more likely than girls, and older students were more likely than 
younger students, to endorse decisions involving retaliatory aggression in response 
to physical aggression scenarios. The findings of this study raise questions about 
how middle school students’ normative beliefs about the acceptability of various 
types of aggressive behavior might influence their decision making in the presence 
of peers and their own potential involvement as bullies or as bystanders to bullying 
in school environments.

Kowalski and Fedina (2011) surveyed 5th to 12th graders with Attention Deficit 
Hyperactivity Disorder (ADHD) and/or “Asperger syndrome.” They found that 57% 
had been traditionally bullied and 21% had been cyberbullied during the past 
2 months. Heiman and Olenik-Shemesh (2013) looked at the cyberbullying involve-
ment of three groups of 12- to17-year-olds in Israel. They found that students with 
comorbid learning disabilities (LD) and ADHD or other behavioral or communica-
tion problems were victims or perpetrators of cyberbullying more often than stu-
dents with only LD or no disability. Within the comorbid group, girls were more 
likely than boys to report having been victims of cyberbullying.

In one of the first studies to investigate cyberbullying in adolescents with IDD, 
Didden et al. (2009) interviewed students, most of whom had ID, who were attend-
ing a special education school in the Netherlands. They reported that students were 
bullied via both cell phones and the Internet and that many of the same students 
were both victims and bullies. Higher rates of victimization were associated with 
higher IQs, lower self-esteem, and higher rates of depression and distress. Rose 
et al. (2015) reported that, overall, secondary students with disabilities experienced 
more bullying, relational victimization, and online victimization than students with-
out disabilities. More recently, Wright and Wachs (2020) reported that adolescents 
with IDD are more likely than adolescents without disabilities to be victims of both 
bullying and cyberbullying. In a pilot study, Khemka (2016) asked 19 transition- 
aged (18–21 years old) students with IDD how they would handle six hypothetical 
decision-making situations involving cyberbullying via the Internet or phone. Only 
50.83% of their responses indicated effective, self-protective, independent decision 
making. The remaining responses involved either seeking help from someone or 
making no attempt to resist the bullying (see Table 18.4).
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Table 18.4 Sample cyberbullying vignettes presented to adolescents in Khemka (2016)

Situation 1
One day, Larry is at the home computer with his stepbrother, Javier. Javier forces Larry to sign 
up for an Internet site that shows videos of people having sex. Javier warns Larry that if Larry 
tells anyone about this, Larry will get into trouble.
What would you do if you were ever in a situation like Larry?

Situation 2
One day, Keira checks her Facebook page. Keira’s Facebook friend, Danny, has written mean 
comments under Keira’s picture. The comments make fun of the way Keira dresses and Danny 
calls her “uncool.”
What would you do if you were ever in a situation like Keira?

Situation 3
Antonia and Jared have been dating each other for a long time. Lately, Jared has been 
pressuring Antonia to drink beer at their friend’s house, but Antonia has been saying no. When 
Antonia goes on Instagram, she sees that Jared has posted a picture with the words, “Antonia, a 
big loser. Stay far away from her.”
What would you do if you were ever in a situation like Antonia?

 Adolescent Risk Factors

As noted earlier, just having IDD is associated with increased risk of maltreatment 
for adolescents. There is ample evidence that adolescents with IDD experience 
higher rates of physical, sexual, and emotional victimization than their peers with-
out disabilities (e.g., Christensen et al., 2012; Cook et al., 2010; Reiter et al., 2007). 
Further, it appears that adolescents with ASD are even more vulnerable to victim-
ization than their peers with other types of IDD (e.g., Humphrey & Hebron, 2015; 
Zeedyk et al., 2014).

In addition, there is ample evidence that limited decision-making skills consti-
tute a key risk factor for the maltreatment of individuals with IDD. Limitations in 
this skill set surfaced as an important risk factor at the adolescent life stage in a 
recent lifespan review of the literature on the maltreatment of individuals with IDD 
(see Hickson & Khemka, 2021). These findings are consistent with our observations 
that decision making can play a pivotal role in many situations involving the mal-
treatment of adolescents with IDD.  The following discussion situates decision- 
making limitations among other risk factors for maltreatment that have been 
identified in research studies with adolescents with IDD.

Farmer et al. (2015) highlighted additional risk factors for peer victimization that 
included individual characteristics such as anxiety, depression, social withdrawal, 
and passivity as well as social isolation and lower levels of social competence. 
Similarly, Blake et  al. (2016), drawing upon a random sample of self-reported 
responses by 13- to 16-year-old students with disabilities from the National 
Longitudinal Transition Study-2 (NLTS2), found that respondents with elevated 
depression and anxiety and those with relationship difficulties and less social sup-
port were the most likely to be the victims of bullying. Caucasian respondents in 
their study were more likely than African-American or Hispanic respondents to be 
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bullied. Reiter et al. (2007) reported that girls were more likely to be victimized 
than boys.

In addition to the demographic and personal risk factors that have been high-
lighted in the literature, numerous studies have associated shortcomings in various 
aspects of the decision-making process with a heightened risk of experiencing bul-
lying or abuse. In particular, it is apparent that adolescents with IDD may encounter 
difficulty with each of the three basic processes involved in decision making – cog-
nition, motivation, and emotion. Cognitive limitations can constrain memory, com-
prehension, risk awareness, and processing capacity and, especially, the hypothetical 
processing needed to consider and select the best course of action from multiple 
possible options (see Hickson & Khemka, 2013, 2014, 2017; Khemka & 
Hickson, 2017b).

Motivational goal processes also play an important role in adolescent decision 
making. To explore the role of self-actualizing/safety goals, we gave a goal selec-
tion inventory to 49 adolescents with IDD. Individual items represented either self-
actualizing goals prioritizing personal safety (e.g., How important is it for you to be 
safe?) or other-oriented goals (How important is it for you to go along with what 
others want?) (Khemka & Hickson, 2016). Based on their scores, the adolescents 
were divided into a high self-actualizing goal group and a low self-actualizing goal 
group. The decision responses of the two groups to a set of negative peer pressure 
vignettes were then compared. Results indicated that the high-self-actualizing goal 
group produced more independent, self-protective decision responses, indicating 
the potential importance of goal orientation in the decisions of youth with 
IDD.  Motivation-related difficulties can also include unclear goal priorities and 
weak personal agency beliefs (e.g., low self-efficacy).

There is evidence that unregulated emotional processing can also interfere with 
interpersonal decision making in adolescents. Rieffe et  al. (2012) reported that 
youth with ASD who showed higher dysregulation of anger relative to TD youth 
were at higher risk for victimization. Lower rates of meaningful friendships and 
higher rates of peer rejection were also associated with higher rates of peer victim-
ization (Cappadocia et al., 2012). Jawaid et al. (2012) attributed difficulty with peer 
relations to deficits in emotion recognition, facial processing, and empathy. These 
emotion processing difficulties are likely to impact decision making in peer rela-
tionships. Emotional issues can include high levels of anxiety and distress and dys-
regulation of anger, resulting in difficulties with peer relationships and a lack of 
friends that can further increase vulnerability to bullying and cyberbullying (see 
Khemka, Chapter 11 of this volume for a fuller discussion of these issues).

In summary, our review of the literature on the victimization of adolescents with 
IDD yielded support for a number of risk factors. Having IDD is itself a major risk 
factor, showing different patterns for youth with ID and ASD. Two studies showed 
that girls were at greater risk than boys, and another showed that Caucasian youth 
were at greater risk for bullying than African-American and Hispanic youth. 
Limitations in a cluster of decision-making skills were also associated with increased 
vulnerability to victimization. Many of the risk factors that have been identified as 
predictors of adolescent victimization can be linked with one or more of the three 
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basic processes involved in decision making – cognition, motivation, and emotion. 
Furthermore, Hebron et al. (2017) pointed out that the effect of multiple risk factors 
is cumulative – an important consideration as we seek ways to mitigate the vulner-
ability to maltreatment.

 Adolescent Protective Factors

Wright and Wachs (2020) investigated the buffering effects of parental support on 
the frequency and sequelae of in-person bullying, cyberbullying, and bystander 
experiences of adolescents with IDD. Participants completed questionnaires in 7th 
grade (Time 1) and again in 8th grade (Time 2). The researchers found that higher 
levels of parental social support at Time 1 were related to (1) lower levels of Time 1 
and Time 2 victimization and bystander experiences for face-to-face bullying and 
cyberbullying as well as (2) lower levels of Time 2 health complaints and suicidal 
ideation. They recommended follow-up research to better understand the specific 
nature of buffering parental support for adolescents with IDD.

In conjunction with a special issue of Remedial and Special Education on the 
involvement of adolescents with disabilities in peer victimization, Farmer et  al. 
(2015) proposed several protective strategies. Among their suggestions for protect-
ing individual students against peer victimization was training to strengthen the 
individual’s interpersonal competencies, behaviors, and attitudes in order to reduce 
the likelihood of their involvement in peer victimization. They also recommended 
the formation of small friendship groups for high-risk students to promote the 
acquisition of positive social-emotional skills.

 Maltreatment and Decision Making During Adulthood

The focus of the literature on the maltreatment of adults with IDD shifts away from 
peer victimization in school settings and reflects increasing rates of SA, DV, and 
IPV (Hickson & Khemka, 2016, 2021). Higher rates of violence against individuals 
with IDD, relative to the general population, have been consistently reported (e.g., 
Hughes et  al., 2012). The most frequent perpetrators are male intimate partners, 
other family members, and health care and personal assistance providers (Plummer 
& Findley, 2012).

In a study comparing the views of DV/SA and IDD support professionals 
(Hickson et  al., 2013), the two groups responded to a series of decision-making 
vignettes depicting situations in which a key decision-maker with IDD had to decide 
what to do in an abuse situation. When we asked them what the decision-maker 
should do, the two groups of support professionals largely agreed in their responses 
to the three workplace situations. However, they differed in how they thought the 
decision-maker should handle the three abuse scenarios in home settings. The IDD 
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professionals felt that the decision-maker should strive for better communication 
and “talk to” the abuser. The DV/SA professionals felt that the decision-maker 
should be aware that the abuse was a violation of the law or of the person’s rights 
and that law enforcement should be called in. At the time of the study, a New York 
Times article had just reported that law enforcement was being notified in only 5% 
of abuse allegations in New York State residential facilities for individuals with IDD 
(Hakim, 2011).

Most studies have found that women with IDD experience higher rates of abuse 
than men with IDD, who also experience higher rates than women and men in the 
general population (e.g., Hewitt, 2014; Mitra & Mouradian, 2014). Recognizing the 
heterogeneity of women survivors of abuse, it has been reported that these women 
are often women of color living in poverty or women who have dual diagnoses of 
IDD and mental illness (Ballan et al., 2014; Lightfoot & Williams, 2009). Ballan 
suggested that this heterogeneity has far-reaching implications for the types of inter-
ventions that are needed to address these issues.

 Adult Risk Factors

As with adolescents, having IDD is a major risk factor for the maltreatment of adults 
with IDD. For example, Hughes et al. (2011) found that up to 90% of women and 
86% of men with IDD experience maltreatment during their lifetime. Although there 
are fewer empirical studies in the adult literature that directly link specific risk fac-
tors to maltreatment, it is clear that limited decision-making skills play a role. In this 
section, we draw upon reviews of the adult maltreatment literature (Hickson & 
Khemka, 2016, 2021; Khemka & Hickson, 2017a) and a previously presented frame-
work for the prevention of maltreatment (see Hickson & Khemka, 2016), to high-
light six key risk factors for the maltreatment of adults with IDD. All six of these 
sources of vulnerability have direct connections with the three basic processes (i.e., 
cognition, motivation, and emotion) involved in interpersonal decision making.

In order to make effective, self-protective decisions in situations involving abuse, 
an individual with IDD has to have knowledge about abuse in order to recognize the 
abuse and assess the risks in the situation. However, there is evidence that individu-
als with IDD have limitations in both knowledge of abuse (Hickson et al., 2015; 
Khemka et al., 2005) and risk awareness (Khemka et al., 2016). In fact, Greenspan 
et al. (2011) proposed that risk unawareness was the essence of ID. In one study 
(Khemka et  al., 2005), women with ID responded correctly, prior to decision- 
making training, only 38% of the time when asked open-ended questions that 
probed for their understanding of different types of abuse. In another study (Hickson 
et al., 2015), women and men were able to articulate the nature of the abuse situa-
tion depicted in six decision-making vignettes only 56% of the time prior to train-
ing. Because the ability to understand the dynamics of abuse situations and to 
predict the risks associated with possible actions are integral cognitive components 

18 Decision Making and Vulnerability to Maltreatment



436

of effective, self-protective decision making, these limitations can have a pro-
found impact.

The role of independent decision-making capabilities in preventing the maltreat-
ment of individuals with IDD is critical because of the fact that the abuser is almost 
always someone who is known to the person with IDD, often in their close inner 
circle. Ideally family members, service providers, and friends will play key support 
roles for individuals with IDD, allowing them to enjoy the benefits of supported and 
shared decision making. Unfortunately, it is not always safe to assume that familiar 
individuals will be trustworthy sources of support to individuals with IDD.  It is 
essential that individuals with IDD are able to recognize when someone close to 
them is not acting in their best interest or is behaving in a way that may be harmful 
to them. In cases of abuse, individuals with IDD need to be prepared to take decisive 
actions to recognize and stop, or escape from, the abuse. Although early studies 
focused on documenting the many decision-making limitations associated with 
IDD (see Hickson & Khemka, 1999), more recent researchers, with a positive psy-
chology perspective, have shifted toward developing ways to promote effective 
independent decision-making skills (Fisher 2013; Hickson et al., 2015; Khemka, 
2000; Khemka & Hickson, 2017b; Khemka et al., 2005, submitted).

The motivational component of decision making involves both personal agency 
beliefs and goal processes. In order to take action on a decision, it is necessary to 
believe in your ability to change the situation (i.e., empowerment and/or self- 
efficacy). An absence of these personal agency beliefs is manifested in learned 
helplessness, which has often been ascribed to individuals with IDD (e.g., Jenkinson, 
1999) and is likely to demotivate attempts at decision making.

The other motivational component in decision making has to do with goal aware-
ness and selection. Individuals with IDD often face a lack of clarity about their 
goals as well as conflicting goal priorities. Individuals with IDD may be conflicted 
between the desire to have a romantic partner and a fear of being sexually abused by 
that same person. In other situations, they may be dependent on the financial or 
physical support of a caregiver which would be jeopardized if they decided to con-
front or resist the caregiver’s abuse.

Hartley and MacLean (2005) reported elevated stress levels in individuals with 
mild ID. The participants in their study indicated that a major source of that stress 
was frequent negative interpersonal interactions. In a later study, we found greater 
use of passive/avoidant decision-making strategies and higher levels of stress for 
women with IDD who had a recent history of abuse than for women with no history 
of abuse (Hickson et al., 2008). Many of the women with a history of abuse also 
reported unregulated emotional coping strategies that included crying, smashing 
and breaking things, hitting or punching a friend, and screaming or yelling. Though 
it is not possible to know whether these behaviors are risk factors or sequelae of 
abuse, or both, it is clear that they are ineffective coping strategies likely to exacer-
bate already high levels of stress.

Because individuals with IDD often have limited opportunities for friendships 
and intimate relationships, they may experience loneliness and isolation, leaving 
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them vulnerable to abusive or exploitative relationships (Ward et al., 2010, 2013). 
They may lack a sharp awareness of social cues, effective assertiveness skills, or the 
ability to read the intentions of others (e.g., Eastgate et al., 2012; Nettelbeck et al., 
2001), all of which may interfere with their effective decision making.

To summarize, although our most recent reviews of the adult literature did not 
yield a comprehensive set of empirically validated risk factors for maltreatment, the 
available research did provide a basis for several suggested risk factors for maltreat-
ment (Hickson & Khemka, 2021). These included having ID or ASD, being a 
woman, limited knowledge and understanding of abuse, difficulty handling rela-
tionships, limited goal clarity and empowerment, low levels of emotion regulation 
and coping, and generally limited decision-making skills.

 Adult Protective Factors

Few studies have sought to identify protective factors pertinent to the abuse of adults 
with IDD. In our study comparing women with IDD with and without a documented 
history of abuse, we noted that the women without a history of abuse were signifi-
cantly more likely than those with a history of abuse to have many friends (Hickson 
et al., 2008). It is possible that these friendships played a protective role for them. 
However, a clear interpretation of this finding will require further research to rule 
out the possibility that the social isolation of the women with a history of abuse was 
a result of the abuse itself.

In one of the few studies that set out to identify protective factors as a way to 
reduce the high rates of bullying and victimization faced by adults with IDD, Griffin 
et al. (2019) interviewed 18 women and men with IDD about their bullying experi-
ences. They identified two types of protective factors: (1) support from others (e.g., 
friends, family, staff members) and (2) a self-determined orientation. Attempts by 
others to intervene in a supportive way were sometimes effective or helpful, but the 
authors recommended training for staff and family members to increase the effec-
tiveness of their support. A self-determined orientation was reported by half of the 
participants and included self-advocacy, decision making, goal setting, and self- 
regulatory behaviors. These behaviors were often highly effective and could be for-
tified by targeted training.

In an investigation of a highly publicized “exposé of abuse in residential services 
for individuals with ID in the UK, Marsland et al. (2015) identified factors that had 
contributed to the widespread abuse. In summarizing their conclusions and the chal-
lenges ahead, they emphasized the role of families as potentially protective, even 
when the individual with ID was living in a residential facility. They endorsed sup-
porting families “who are willing and able to support themselves and each other” 
(p. 143) and encouraged the staff to make use of the “natural motivation of family/
friends and enable them to safeguard their loved ones more effectively” (p. 143).
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 Conclusions and Recommendations

There is an urgent need to apply a positive psychology perspective to addressing the 
alarming vulnerability of individuals with IDD to maltreatment. Engaging with the 
existing literature on the abuse and victimization of adolescents and adults with 
IDD suggests at least three possible courses of action that would be consistent with 
the tenets of positive psychology.

First, risk factors need to be addressed and deactivated. The long-term goal, of 
course, would be to eliminate IDD as a risk factor by addressing any limitations that 
can render individuals with IDD vulnerable to maltreatment. The core features of ID 
and/or ASD do not in and of themselves make these individuals vulnerable. 
However, some of these core features do impinge upon aspects of interpersonal 
decision making, limiting the ability of adolescents and adults with IDD to draw 
upon a repertoire of effective, self-protective decision-making strategies in situa-
tions of abuse. To address these limitations, we encourage the further development 
and evaluation of targeted interventions to strengthen the relevant component skills, 
including social cognition and understanding, motivational goal priorities and 
empowerment, and emotion regulation skills.

Second, protective factors need to be nurtured and embraced. While there is a 
large body of research identifying important risk factors for the maltreatment of 
individuals with IDD at both the adolescent and adult age levels, there is very little 
research pointing to protective factors. While identifying further protective factors 
needs to be a high-priority direction for future research, there are some things that 
we do already know. For example, we know that connectedness with supportive oth-
ers is protective. Research has pointed to the importance of parental support and 
positive peer relationships and friendships as protective. It is also clear that frame-
works like self-determination and self-advocacy can play an empowering and pro-
tective role, which can be fostered through structured circles of support or 
friendship groups.

Third, the ongoing development and evaluation of promising interventions to 
strengthen the self-protective decision-making skills of individuals with IDD is of 
pivotal importance. Research by ourselves and others (e.g., see Hickson & Khemka, 
2021; Hickson et al., 2015; Hughes et al., 2020; Khemka, 2000; Khemka & Hickson, 
this volume; Khemka et al., 2005; Petitpierre & Tabin, this volume; Uher, et al., this 
volume) suggests that a strong repertoire of effective, independent decision-making 
skills for situations where there is a threat of abuse or victimization can offer a pow-
erful protective shield. At both the adolescent and adult life stages, training to 
strengthen relevant knowledge and skills, self-efficacy and goal clarity, and emotion 
regulation skills, as well as strong family supports (see Burke et al., this volume; 
Vanegas et al., this volume) and high-quality friendships, are consistently endorsed 
as protective. In addition, access to the types of supports envisioned by the sup-
ported decision making movement can do much to enhance opportunities for safe 
decision making when trustworthy supporters are available (e.g., Bigby & Douglas, 
this volume; Shogren et al., this volume). In addition, evidence-based intervention 
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approaches need to be expanded and fine-tuned to provide individuals with specific 
subtypes of IDD with a tailored repertoire of effective, self-protective decision-
making skills (see Goscicki et al., this volume) and to ensure that they will apply 
them spontaneously in real-life situations where there is a threat of harm or abuse.

In conclusion, it is clear that no one, with or without IDD, would be vulnerable 
to maltreatment were there not perpetrators with the will to impose their harmful, 
predatory behaviors on others. Along with all of our collective efforts to strengthen 
the self-protective decision-making capacity of individuals with IDD, it is impera-
tive that societies work harder to establish cultural climates where people with dis-
abilities are valued and where their safety is ensured. Further, policies and practices 
must be put in place that effectively eliminate the conditions that engender and tol-
erate the maltreatment of vulnerable others. Work has begun on many fronts, as 
reflected by the widespread international adoption of the United Nations Convention 
on the Rights of Persons with Disabilities (CRPD) (Werner, 2012), as well as the 
establishment of supports to eliminate abuse and DV and to decrease tolerance for 
abuse by those in power. The vulnerability of individuals with IDD to maltreatment 
would disappear entirely if policies of zero tolerance were universally adopted and 
enforced.
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Chapter 19
Criminal Justice Decisions and People 
with Intellectual Disabilities

Isabel C. H. Clare and Glynis H. Murphy

 Introduction

In recent years, there have been encouraging developments in the area of research 
into offending by people with putative or known intellectual disabilities (ID) as 
defined in the major psychiatric classification systems (see DSM-5 (American 
Psychiatric Association, 2013) and ICD-10 (World Health Organization, 1996), 
ICD-11 (World Health Organization, 2018)). More recently, there has also been 
growing clinical and research interest involving people who may, or may possibly 
have, other neurodevelopmental disabilities (such as ADHD and/or autism and/or 
developmental language disorders). Much of this interest, however, has focussed on 
individuals without concomitant significant intellectual impairments (e.g. Crane 
et  al., 2016; Maras et  al., 2018; Underwood et  al., 2013; Winstanley et  al., 
2020;Woodbury-Smith et al., 2005, 2006, 2010) and will not be included here.

Focusing on people with ID, the methodological flaws of a large number of stud-
ies, mainly carried out in institutional settings including both ‘long-stay’ social care 
hospitals and custodial facilities, that seemed to demonstrate beyond doubt that ‘ID’ 
(or its equivalent) was inextricably linked to ‘offending’ (e.g., Hodgins, 1992; but 
see Lindsay & Dernevick, 2013) have been exposed by a powerful series of cri-
tiques (Lindsay & Taylor, 2018; Murphy & Mason, 2014; Noble & Conley, 1992). 
These have raised concerns about the conceptualisation and measurement of the 
‘intellectual’ and ‘adaptive’ domains and the weight to be accorded to each, as well 
as the developmental criterion of the definition.
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At the same time, there has been greater attention to the meaning of ‘offending’. 
Many people with ID detained under civil or ‘criminal’ mental health legislation in 
their jurisdiction are ‘alleged’ offenders. They may or may not have engaged in anti- 
social or illegal behaviour, but at some stage as they progress through the criminal 
justice system from what, in English law, is the putative actus reus (the act) to an 
‘offence’, they have been ‘filtered out’: there may have been no formal report to the 
police or a similar investigative body; no investigation; no interview or interrogation 
may have been carried out; no charge may  have been made, perhaps because it 
seems unlikely that the person could form a guilty ‘state of mind’ (mens rea in 
English (England and Wales) law); or they may have been found unable to take part 
in any trial, because they have been found ‘incompetent to stand trial’ (USA) or 
‘unfit to plead’ (Law Commission (England & Wales), 2016) or unable to partici-
pate meaningfully; and they may not be found guilty so do not proceed to sentencing.

This more careful approach to the definition of ‘offending’ has coincided with 
growing interest in research that extends into the field of ID questions that have 
long been of concern in mainstream criminology: (1) Why might some people be at 
greater risk than others of engaging in behaviour that leads to the attention of the 
criminal justice system? (2) How are those who have engaged in alleged illegal acts 
‘transformed’ through the criminal justice system into ‘offenders’? Both these ques-
tions have been addressed in thinking about alleged or actual offenders with ID 
using decision-making approaches.

 Decision Making and ‘Offenders’

One of the earliest, and still influential, criminological theories seeking to address 
the question of why some people commit illegal acts is they are the outcome of a 
rational decision-making process (Beccaria & Caso, 2013; Bentham, 2017), made 
by individuals with free will (Beirne, 1993). The proposed answer is that there is 
some difference (or set of differences, Farrington & West, 1995) between those 
individuals whose behaviour may lead or has led to contact with the criminal justice 
system and others. It is assumed (following Gottfredson & Hirschi’s (1990) influen-
tial reformulation of ‘social control’ theory) that the particular difference is caus-
ative: it is proposed that stronger or weaker ‘social bonds’ affect the self-control that 
individuals use to prevent themselves from engaging in illegal behaviour.

For research involving people with ID, the approach to decision making has 
shifted, over time, from a straightforward ‘status’ approach (see Murphy & Clare, 
2003), in which a diagnosis of ‘ID’ was considered sufficient to explain an indi-
vidual’s illegal behaviour, to a more sophisticated individual differences approach, 
often explicitly or implicitly based on social control theory. This stream of research 
has often focussed on examining variations within the group of people with ID, 
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often with the intention of identifying treatment goals (Murphy & Clare, 2012), or 
assessing risk (see Nicholas et  al., 2018). The range of individual variables for 
which there is some evidence of differences between people (predominantly men) 
with ID whose illegal behaviour could bring or has brought them into contact with 
the criminal justice system and their counterparts who do not engage in such behav-
iour is very broad: it encompasses biological, personality and other psychological, 
and (so far, limited) social factors. A full account is beyond the scope of this chapter.

A decision-making approach has also been used as a framework to examine the 
process through which some people with ID make the transition from allegedly 
engaging in illegal acts to offenders. Based on a pioneering observational study of 
suspects, none of whom met formal criteria for ID, detained for interviewing at one 
of two police stations in England, Irving and Hilgendorf (Irving & Hilgendorf, 
1980; Hilgendorf & Irving, 1981) conceptualised this part of the criminal justice 
process as a series of decision-making tasks:

• Whether or not to seek legal advice
• Whether to speak or remain silent
• Whether or not to tell the truth
• Whether to tell the whole or a part of the truth
• Whether or not to make self-incriminating admissions including a confession

At each point, they suggest that the suspect’s decision depends on their view, 
however unrealistic, of (a) the situation and (b) the adverse and beneficial conse-
quences, for the self and/or others, of strategies for coping with this situation.

As Clare (2003) has argued, this conceptualisation might be extended to the 
entire process from arrest to sentencing (e.g. in England and Wales, a convicted 
offender cannot receive a community order as punishment unless they have decided 
to comply).

Over a long period, Gudjonsson and his colleagues (for review, see Gudjonsson, 
2003)  have adopted an individual differences approach. Through these studies, 
Gudjonsson  (1994) has identified ‘psychological vulnerabilities’, psychological 
disadvantages (such as ID) that are likely to compromise suspects’ decision making 
and likely to lead to behaviour during police detention and interviewing that does 
not best serve their interests. It should be emphasised that Gudjonsson believed that 
psychological vulnerabilities on their own rarely provided a sufficient explanation 
of a suspect’s having made admissions, including confessions, that were misleading 
or even false. The relevance of a particular vulnerability has always depended on all 
the circumstances of the case. Nevertheless, this ‘individual differences’ perspective 
has drawn on an essentially ‘status’ approach to decision making.

More recently, in the USA, England and Wales, Scotland, and other jurisdictions, 
a different approach, a ‘functional’ approach, has gained increasing influence and 
has been enshrined in civil legislation in some jurisdictions (e.g. the Mental Capacity 
Act (England &Wales) 2005). With some striking exceptions (Grisso, 1981; Clare, 
2003), it has rarely been used in criminal justice system contexts.

19 Criminal Justice Decisions and People with Intellectual Disabilities



448

Briefly, a functional approach, pioneered by Grisso (1986, 2003) and his col-
leagues, is based on the proposition than an individual’s legal competence (in 
England and Wales, capacity) to make a decision that furthers their personal goals 
reflects an interaction between:

• The person’s ‘functional abilities’ (p. 86; Grisso, 1986), that is, what they under-
stand, know, believe, or can do that is directly relevant to a particular context 
(such as that of a suspect in a police interview rather than as a witness in court)

• The extent to which these functional abilities meet the demands of a specific situ-
ation within a given context (e.g. being interviewed for a minor property offence 
rather than the murder of a child).

A gap between an individuals’ functional abilities and the demands of the situa-
tion is likely to lead to impairments in decision making. Theoretical analysis of the 
abilities involved in making valid legally significant decisions has suggested that 
understanding of information relevant to the specific decision is necessary, but not 
sufficient (Appelbaum & Grisso, 1988, 1995; Grisso & Appelbaum, 1998). Other 
abilities are necessary, though these vary a little between jurisdictions: in the USA, 
for example, there is retaining the information; using or weighing it as part of the 
process of making the decision; appreciating its personal relevance; and communi-
cating the choice made. In England and Wales, ‘appreciation’, often referred to as 
‘insight’ and included in ‘using or weighing’, is omitted (s.3 (1), Mental Capacity 
Act (England & Wales) 2005).

In contrast with a ‘status’ approach, and paraphrasing Grisso (p. 2, 2003), the 
concept of legal competencies of any sort recognises (i) individuals have the right to 
make decisions about their own lives; (ii) that some individuals may lack the neces-
sary abilities and that their well-being and/or that of others may be jeopardised as a 
result; and (iii) that when incompetence is recognised, then measures need to be 
taken to protect the individual. While seeking to allow individuals to make for them-
selves those decisions for which they have the relevant competence/capacity, atten-
tion is directed towards the contexts in which those decisions need to be made. 
Potentially, a functional approach is more radical.

In the following sections, we will consider some studies involving people with 
ID that have adopted a decision-making approach to the questions: (1) Why might 
some people be at greater risk of engaging in illegal behaviour, leading to the atten-
tion of the criminal justice system, than others? (2) How are those who have engaged 
in alleged illegal acts ‘transformed’ through the criminal justice system into ‘offend-
ers’? We will see that studies with participants with ID that have attempted to 
address the first question have generally adopted an individual differences approach. 
In contrast, research focussed on the second question has adopted a functional 
approach.
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 Why Might Some People Be at Greater Risk than Others 
of Engaging in Behaviour That Leads to the Attention 
of the Criminal Justice System?

In a criminological critique of social control theory as formulated by Gottfredson 
and Hirschi (1990), Wikström (2004 et seq.) set out an alternative, and influential, 
theory of crime causation (https://www.cac.crim.cam.ac.uk/resou/sat for more 
details). While we cannot do justice to Situational Action Theory here (see Wikström, 
2004 et seq.), Wikström and Treiber (2007) argue that illegal behaviours, like other 
actions, result from the way that individuals (a) perceive their alternatives for action 
and (b) choose between these alternatives. In the same situation, different people 
will perceive these alternatives differently and will make different choices. In part, 
their perceptions will reflect what Garrigan et al. (2018) refer to as ‘moral decision 
making’. This includes any ‘decision, including judgements, evaluations, and 
response choices’ (p. 80, ibid.) within the ‘moral domain’ (Smetana, 2006; Turiel, 
1983, cited in Garrigan et., ibid.), that is, ‘decisions regarding moral issues or prin-
ciples such as justice, harm, fairness and care’ (p. 80, ibid.).

Reviewing the empirical literature, carried out primarily within the framework of 
stage theories based on Piaget’s (1932) ideas, such as that of Kohlberg (1969) and, 
later, Gibbs (2010: see Table 19.1), Langdon et al. (2010a) concluded, with great 
caution because of a variety of significant methodological problems, that the moral 
development of children, young people, and adults with ID was likely to be slower 
than that of their typically developing peers. However, experimentally, this conclu-
sion could be mitigated by matching for ‘mental age’. Subsequently, Langdon and 
his colleagues reviewed the literature addressing the relationship between behav-
iour and moral development in people with ID (Langdon et al., 2011a) and found no 

Table 19.1 Gibbs’ sociomoral developmental theory (Gibbs, 2010), from Langdon et al. (2011b)

Level and stage Description

Level 1: Immature

Stage 1: 
Unilateral and 
physicalistic

Moral justifications are based on unilateral authority and rules or related to 
punitive consequences of the violation of rules.

Stage 2: 
Exchanging and 
instrumental

Moral justifications based on an understanding that has arisen from social 
interaction. For example, decisions to help others may be justified because 
that person may help you in the future. However, justifications remain 
superficial.

Level 2: Mature

Stage 3: Mutual 
and prosocial

Moral justifications are characterised by further decentration and are based 
on a prosocial understanding of emotional states (e.g. empathy), care, and 
good conduct.

Stage 4: Systemic 
and standard

Further maturity is indexed by the development of an understanding of the 
complex social structures in which humans live. Justifications are also based 
on constructs such as rights, values, and character within society. Other 
justifications may be based on social justice and responsibility or conscience.
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studies of the relationship between moral reasoning, ID, and illegal behaviour 
in adults.

To examine the relationship between illegal behaviour and moral decision mak-
ing, Langdon et al. (2011b) carried out a study in the UK with four groups (n = 20 in 
each group) of men with or without ID (see Table 19.2), and with or without histo-
ries of arrest, cautions (a formal police warning not to repeat an illegal behaviour, 
acknowledged by the perpetrator, that remains on their file and can be used in deci-
sion making by criminal justice practitioners in relation to any subsequent alleged 
criminal offence), or convictions. Men were chosen because there is some evidence 
that the judgements of women differ from those of men (Gilligan, 1982; Walker, 
1995, cited in Langdon et al. ibid., but see McDermott & Langdon, 2016). The mea-
sure of moral decision making was the Sociomoral Reflection Measure  – Short 
Form (SRM-SF, Gibbs et  al., 1992), a measure related to Gibb’s developmental 
stage theory, whose psychometric properties for groups of men with ID had previ-
ously been examined and found to be satisfactory (Langdon et  al., 2010b). The 
SRM-SF is a brief, 11-item questionnaire measure, relating to seven constructs: (a) 
contract, (b) truth, (c) affiliation, (d) life, (e) property, (f) law, and (g) legal justice. 
Participants were asked, first, to use a three-point forced choice format (from ‘very 
important’ to ‘not important’) to consider the importance of behaving in a particular 
way, or making a particular decision, and then to explain their response. All the 
participants responded orally. Scoring is complex (described in more detail in Gibbs 
et al. (1992) cited in Langdon et al., (2011b)), but a high level of inter-rater agree-
ment with an independent scorer was achieved (rI = 0.99).

The findings indicated that the moral decision making of the two groups of men 
with ID was at a developmentally earlier Gibbsian stage (Stage 2) than that of their 
general population (GP) counterparts (Stage 3). Of relevance to this Chapter, the 
decision making of the ‘offender’ group with ID was more mature than that of their 
ID non-offender counterparts. Once intellectual functioning was taken into account, 
the difference was no longer statistically significant. Nevertheless, men with ID and 
no history of alleged illegal behaviour were reasoning at Stage 1 in relation to the 
property, law, and legal justice constructs. In contrast, the ID offenders’ decision 
making was at Stage 2; indeed, their performance was very similar to that of GP 

Table 19.2 Participants in Langdon et al. (2011b), drawn from data presented in the paper

Group A Group B Group C Group D
Mean SD Mean SD Mean SD Mean SD

Chronological age 45.35 16.57 33.60 7.54 38.80 15.20 38.70 12.99
Full scale IQ 58.8 5.87 62.9 5.22 89.5 11.12 103.25 5.77
No. of participants 20 20 20 20

A Men with ID and no self-reported history of arrests, police cautions, or convictions
B Men with ID and a documented history of at least one Crown Court conviction that led to a 
custodial sentence
C GP men with a documented history of at least one Crown Court conviction that led to a custodial 
sentence
D GP men with no self-reported history of arrests, cautions, or convictions
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young people referred to as ‘delinquents’ (Stams et  al., 2006, cited in Langdon 
et al., 2011b).

These findings suggest  – and they are not inconsistent with Wikström and 
Treiber’s (2007) account – that there is a group of men with ID who are likely to be 
law-abiding because their decision making is associated with compliance with 
authorities’ rules and regulations and/or they are fearful of the consequences of 
violations of such rules and regulations. In contrast, alleged or convicted offenders 
with ID are at greater risk of illegal behaviour because their decision making in 
respect of key law-related constructs is more likely to be contingent on their interac-
tions with others: there is no internal cognitive ‘barrier’ to illegal behaviour. 
However, the direction of the association between behaviour and moral decision 
making cannot be known from this study.

Gibbs (2010) does not argue that engaging in illegal behaviour is only associated 
with a developmental delay in moral decision making; this is a distal factor. Proximal 
factors, such as distorted cognitions and limited social skills, also play a part in such 
behaviour (see also Palmer, 2003). Drawing on this theoretical basis, Langdon and 
his colleagues (Langdon et al., 2013) went on to adapt for men with mild ID a pro-
gramme initially designed by Gibbs and his colleagues (Gibbs et al., 1995, 1996; 
Potter et al., 2001) for young people whose behaviour brought them into contact 
with the criminal justice system: the Equipping Youth to Help One Another 
Programme (EQUIP; see Langdon et al. (2013) for a full description of the amended 
programme). The programme was piloted using a single-case design with three men 
(the four other men, with autism but not ID, are not the focus of this chapter), 
detained in secure provision under mental health legislation following a criminal 
conviction (sexual offences for two participants; arson for the third). Briefly, over 
the course of four 1-hour sessions a week for 12 weeks, the group engaged in thirty 
‘active treatment’ meetings of three different sorts: (i) anger management and think-
ing error correction, involving psychoeducation and skills in better managing feel-
ings of anger; (ii) social skills training involving role-play and other methods of 
dealing with difficult situations constructively; and (iii) social decision making 
aimed at enhancing moral development through guided discussion and debate about 
potentially problematic situations. While the original situations of Gibbs and his 
colleagues were retained, Langdon et al. (2012) made some modifications to make 
them culturally appropriate for the UK and suitable for use with adults.

Comparison of the three men’s pre- and post-treatment scores were encouraging, 
with two participants showing improvements on all three ‘proximal’ measures (cog-
nitive distortions, problem-solving, anger). Importantly, on the distal measure of 
decision making (using the Sociomoral Reflection Measure, see Langdon et  al., 
2012), the scores of all three participants improved. While there were a number of 
methodological limitations, such as the absence of a follow-up, and the design did 
not allow causality to be established, the study suggested a promising addition to 
interventions for individuals with criminal convictions. A randomised controlled 
trial of EQUIP has recently been completed, but the findings have not yet been sub-
mitted for publication (Langdon, personal communication, February, 2021).

19 Criminal Justice Decisions and People with Intellectual Disabilities



452

An aspect of moral decision making that may be important, because it relates to 
the promotion of social relationships (Pojman, 2004), which strengthen ‘social 
bonds’ according to social control theory, but has rarely been examined among 
adults with ID, is prosocial decision making. In her doctoral thesis, Bolton (2006) 
used five hypothetical vignettes initially devised for children (Eisenberg-Berg & 
Hand, 1979; Eisenberg et al., 1995), adapted slightly for adult participants (p. 58, 
Bolton, 2006). In each vignette, the protagonist was placed in a dilemma. They were 
asked to decide whether or not to help another character who was in need, at a 
potential cost to themselves in terms of money, social commitments, health, or food. 
Using the prosocial moral judgement interview devised by Eisenberg-Berg and her 
colleagues (Eisenberg-Berg & Hand, 1979; Eisenberg et  al., 1995), participants 
were first asked to suggest what they thought the protagonist should do.

While there was an overlap between the performance of the two groups of men, 
the ID group, recruited from community settings and with no self-reported offend-
ing (N = 20; mean Full Scale IQ: 58.55 (SD 5.72; range: 52–67), was statistically 
significantly less likely (at p ≤ 0.05) to act with a ‘helping’ response than the GP 
participants (N = 20; mean Full Scale IQ on the WASI (Wechsler, 1999): 106.5 (SD: 
17.00; range: 80–127)).

However, Bolton demonstrated that, using a ‘staged’ version, in which the text of 
the vignettes was simplified and illustrated with cartoons, and understanding was 
checked after the presentation of each vignette element, the proportion of partici-
pants with ID who provided a ‘helping’ response increased; there was no longer any 
statistically significant difference between the two groups.

Bolton then compared the participants’ reasoning about their decisions, again 
using standard and ‘staged’ versions of the vignettes. Once more, there was an over-
lap between the groups: the only statistically significant difference (at p ≤ 0.05) was 
that the prosocial reasoning of the participants with ID was less likely to be ‘inter-
nal’, that is, it did not show the most sophisticated perspective-taking ability and 
abstract reasoning skills.

Subsequently, Bolton used her ‘staged’ version of the vignettes to compare her 
sample of men with ID living in the community (‘Community’) with a group of 20 
similar men detained in hospital under mental health legislation and with an existing 
or previous conviction by a court (‘Detained’). There was no statistically significant 
difference (at p ≤ 0.05) between the number of ‘help’ responses provided by the two 
groups. Figure 19.1 shows the frequency of different types of prosocial reasoning 
used by each group. Again, there was no statistically significant difference between 
the groups: among both, accounts consistent with a ‘needs-oriented’ stage 
predominated.

These are preliminary findings, based on a small sample of individuals not all of 
whom, even using the ‘staged’ version, appeared to understand the vignettes fully. 
Nevertheless, they suggest that people with mild ID may be less inclined to act pro-
socially because they simply fail to realise the benefits for the other person. Such 
difficulties may be even more salient in everyday life where there are rarely oppor-
tunities to replay situations to establish what is happening.

I. C. H. Clare and G. H. Murphy



453

Fig. 19.1 Comparison of the prosocial reasoning profiles used by the ‘Community’ and ‘Detained’ 
groups of men with ID. (From Bolton, 2006). Key: A/P Authoritarian/punishment based, H 
Hedonistic, P Pragmatic, N Needs-oriented, S/A Stereotypic/approval based, I Internal. Note: error 
bars = + 1 SD

Still, Bolton’s (2006) findings have some implications for the treatment of peo-
ple with ID who engage in illegal behaviour. In common with frameworks for 
addressing problematic behaviour in people with ID (e.g. LaVigna & Willis, 1995) 
and the ‘Good Lives Model’ (Ward & Brown, 2004) for GP convicted offenders, her 
findings suggest that the promotion of positive functioning deserves a level of atten-
tion similar to that given to the minimisation of illegal behaviour.

Recently, Garrigan and her colleagues (Garrigan et al., 2018) have attempted to 
bring together the many different components of moral decision making from the 
research literature into a Social Information Processing-Moral-Decision-making 
(SIP-MDM) framework. The framework comprises a number of elements 
(Table 19.3).

The model is complex (see Fig. 19.2, p. 92, Garrigan et al., 2018). Nevertheless, 
while they acknowledge the risks of creating a ‘theory of everything’ (p.  95, 
Garrigan et al., 2018), the challenges of reconciling different theories and underly-
ing philosophies, and the problems of incorporating social neuroscientific research 
into an area traditionally dominated by developmental psychology, the SIP-MDM is 
an ambitious attempt to bring together moral decision making, moral development, 
and behaviour. Though, no doubt, the framework will be refined, it provides an 
agenda for further research into moral decision making that may lead to better out-
comes for ‘offenders’ and alleged offenders with ID. As yet, however, the relation-
ship of SIP-MDM to current criminological theories is uncertain.

19 Criminal Justice Decisions and People with Intellectual Disabilities



454

Table 19.3 Social information processing-moral-decision-making (SIP-MDM) framework. 
(Adapted from Garrigan et al., 2018)

Component type Component

Cognitive Working memory
Perspective-taking
Attention
Abstract thought/reasoning
Logical reasoning
Schemas/scripts
Attributions
Self-control

Affective Affective empathy
Emotion regulation
Emotion recognition
Somatic markers
Intuition

Social Social functioning/competence/skills
Peer interaction/socialisation
Socioeconomic status
Culture
Parenting/family function

Other Brain development and integrity
Temperament/personality
Social information processing

Start of interview; 
no crime

After true
confession

0

20

40

60

80

100

After false 
confession

ID            GP     Percentage 
of participants

Fig. 19.2 Perceived need for legal advice for the suspect at different stages of the police interview. 
(From Clare, 2003)

 How Are Some People Who May or Not Have Committed Illegal 
Behaviour ‘Transformed’ into ‘Offenders’?

It is a criminological truism that the ‘transformation’ of behaviours into criminal 
‘offences’ depends on a series of informal and formal decisions. Irving and 
Hilgendorf’s (Irving & Hilgendorf, 1980; Hilgendorf & Irving, 1981) pioneering 
study led, at least in the UK, to a focus on a previously neglected area: the decision 
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making of suspects. In this section, we consider what is known for people with ID 
about their understanding of the Miranda rights, the caution, and other legal docu-
ments; appreciation of the significance of making a confession; and understanding 
of magistrates’ courts (lower Courts) in England and Wales.

 Understanding of the Miranda Rights (USA) and the Caution 
(England and Wales)

According to a legal competencies or capacity approach, individuals cannot make a 
valid decision if they have not understood relevant information. In the context of 
this Chapter, the first  important study was carried out by Grisso (1981, cited in 
Grisso, 2003). He developed and used a set of well-standardised and operationalised 
methodologies (the Comprehension of Miranda Rights, CMR; see Grisso, 2003) to 
examine the extent to which young people (compared with adults) understood the 
Miranda rights (Miranda v Arizona, 384, U.S.436 (1966). Before being interviewed 
by the police (and at other stages, not of concern here), suspects must be advised of 
(i) the right to silence, (ii) the potential use of any statement as evidence in Court, 
(ii) the right to legal advice, and also (iv) that this legal advice is free of charge. 
Confessions are only admissible in court if (a) the suspect has received this informa-
tion and (b) has ‘waived’, or relinquished, the safeguards that it provides ‘volun-
tarily, knowingly, and intelligently’ (para.10). Similar provisions exist in a range of 
jurisdictions.

Briefly, examining performance on one of the CMR tasks involving paraphrasing 
each of the four Miranda items among a large sample of adult convicted and non- 
offenders (n = 260, mean prorated IQ: 89.9 (s.d.13.0; test not spceified)) and young 
people (N = 431, mean prorated IQ: 86 (s.d.16.3)) held in custody following alleged 
or proven ‘felonies’ (serious offences): (i) performance was significantly related to 
IQ. The most intellectually disadvantaged persons (IQ ≤ 70) demonstrated the poor-
est level of understanding; (ii) understanding was not related to experience of arrest. 
In a second task (the Comprehension of Miranda Rights, see Grisso, 2003) in which 
the participants were asked to explain the meaning of key words, performance was 
also related to intellectual ability. The word ‘right’ appears both in the Miranda 
items and the information presented orally in the caution and in written format in 
the ‘Notice to Detained Persons’ in England and Wales. This was presented as:

‘Right. You have the right to vote’ (Grisso, 1981, p. 238)

followed by a question ‘Can you tell me more about what right means’ (ibid., p238). 
Adequate explanations of the word ‘right’ were provided by fewer than half (43.1%) 
of the adults and only a quarter (26.7%) of the young people. They did not under-
stand that it was a safeguard. Consistent with the CMR results, understanding of a 
‘right’ was significantly related to intellectual ability, with the most intellectually 
disadvantaged participants performing worst.
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Grisso’s (1981) methodology was later used in the USA by Fulero and Everington 
(1995) to examine understanding of the Miranda rights among  two groups: first, 
‘non-offenders’,  diagnosed  with  ‘mild to moderate mental retardation’ (ibid., 
p. 536; no data on intellectual ability provided) and attending specialist day ser-
vices; 10 percent had convictions for minor offences. The second group (N = 25) 
comprised ‘offenders’ (mean Full Scale IQ on the WAIS-R (Wechsler, 1981): 65, no 
details provided) who had all received probation orders following a conviction for a 
criminal offence; 96 percent had previous convictions. 

As expected, on the measures of understanding, the performance of both the 
groups of people with ID was poorer than that of both samples in Grisso’s (1981) 
study. The extent of their impairment was very striking. On the Comprehension of 
Miranda Rights, the overwhelming majority (90%) of the ‘non-offenders’ and two- 
thirds (68%) of the ‘offenders’ were unable to demonstrate adequate understanding 
of one or more of the rights. Similarly, the majority of both the ‘non-offenders’ 
(83%) and the ‘offenders’ (56%) were unable to offer any reasonable explanation of 
the ‘rights’ item of the Comprehension of Miranda Vocabulary. Further studies have 
been carried out on the equivalent rights in other jurisdictions, with a range of par-
ticipants (e.g. England & Wales: Clare & Gudjonsson, 1991, 1992; Clare et  al., 
1998; Scotland: Cooke & Philip, 1998; Canada: Olley & Ogloff, 1993), including 
people with ID (reported in Clare, 2003).

While most of the studies have had small samples, and there may be arguments 
about the variety of measures of ‘understanding’ used (paraphrased recall of the 
information presented in its entirety and/or as discrete elements (Grisso, 1981), 
paraphrased recall of single key words (Grisso, 1981), identification of sentences as 
the ‘same’ or ‘different’ from those in the information (ibid.), and answering 
‘yes’/‘no’ questions about the material (Clare & Gudjonsson, 1991)), the main find-
ings are all consistent. Regardless of the extent of their experience of contact with 
the criminal justice system, understanding of the Miranda Rights (or their equiva-
lent, e.g. the caution, and written Notice to Detained Persons in England and Wales) 
is negatively associated with intellectual ability. Nor can it be assessed by self-
report (e.g. by asking a suspect ‘do you understand?’). Supporting the findings of 
Clare (2003) with participants with ID and an earlier version of the caution, Fenner 
and her colleagues (Fenner et al., 2002) demonstrated in England and Wales that 
while the overwhelming majority (96%, N = 54) of both unemployed participants 
attending a ‘job centre’ and suspects detained by the police for interviewing claim 
to understand the caution, their reports cannot be relied on. Worryingly, however, 
Fenner and her colleagues (Fenner et  al., 2002) found that only six participants 
(11%, N = 52) understood the caution in its entirety, even when presented sentence 
by sentence rather than in its entirety as it would be in real life, and under experi-
mental conditions.

As Gudjonsson (2003) points out, the implication of these studies is that practice 
needs to change so that:

• Each sentence of the material relating to suspects’ rights should be presented 
in turn.
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• The police and their legal advisors or any other person independent from the 
police, such as parent or (England and Wales) ‘appropriate adult’, should ask 
suspects to explain the meaning of their rights in their own words.

He also notes that a third change is required: police officers should be able to 
explain material about the Miranda rights or their equivalents themselves. There is 
evidence, albeit limited, that in jurisdictions in which the wording of the caution is 
complex (e.g. England & Wales; Republic of Ireland), it is not completely under-
stood by police officers (Clare et  al., 1998), let alone the general public. 
Unfortunately, as far as we know, no published research has examined the extent to 
which this simple guidance is being followed in any jurisdiction.

These findings suggest that suspects, and particularly suspects with ID, detained 
by the police for interviewing may be disadvantaged in their decision making: in 
particular, they may not understand the ‘right to silence’ so they inadvertently make 
admissions; and they may not understand that they can ask for legal advice, even if 
they are indigent. Such an outcome seems far from the intention of the Supreme 
Court’s majority decision in their judgement in Miranda (Miranda v Arizona, 384, 
U.S.436 (1966)).

 Decision Making During Police Detention and Interviewing

Unfortunately, while there are case studies (see Gudjonsson, 2003), so far, there has 
been very little experimental or observational research that has examined decision 
making by people with ID during police detention and interviewing. While it is now 
more than 25 years old, the study by Clare and Gudjonsson (1995; Clare, 2003) is 
therefore included in this Chapter.

In a small study in the UK, Clare and Gudjonsson (1995; Clare, 2003) sought to 
investigate the decision making of people with ID, focusing on their perception of 
the significance and consequences of particular courses of action. It was expected 
that, compared with GP adults, the participants with mild ID would be less likely to 
appreciate the implications of making a false confession to a major offence.

For the study, a short film was developed and shot in an actual police station. 
Briefly, it showed a suspect (an actor) being interviewed by a police officer (a serv-
ing experienced senior police officer) about a house burglary during which it is 
alleged that the householder was killed. When confronted with eyewitness evidence, 
the suspect rescinds his initial denial and admits that he burgled the house (‘true 
confession’). The police officer then suggests to the suspect that he ‘knows when 
people are telling the truth’ and that what the suspect has told him is ‘half the truth’. 
The police officer assures the suspect that he will feel ‘greatly relieved’ about his 
role in the householder’s death when ‘he gets it off his chest’. The suspect then 
admits to killing the householder (‘false confession’).

Understanding of the context of the police interview was assessed before it was 
shown to participants in two groups, matched for chronological age. The groups 
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comprised 21 adults (mean Full Scale IQ score on the WAIS-R: 68 (SD 5.2; range: 
60–75), all of whom were attending designated community or in-patient facilities 
for people with ID, and 20 GP participants (mean WAIS-R Full Scale IQ score: 102 
(SD 9.02; range: 90–118). All the participants seemed to understand the context of 
the film, and its ecological validity appeared satisfactory.

As the film was shown, it was paused at pre-set intervals so that different parts of 
a semistructured interview could be presented to participants. To avoid acquiescent 
responding to ‘yes’/‘no’ questions (Clare & Gudjonsson, 1993), multiple-choice 
formats were used, as far as possible, for the presentation of direct questions. 
Adapting van Someren et  al.’s (1994) ‘think aloud’ technique, those taking part 
were encouraged to explain their responses. The responses were written down (nor-
mally verbatim) for analysis.

Four issues were examined by Clare and Gudjonsson (1995; Clare, 2003). The 
first related to the perceived need for legal advice at different stages of the interview: 
at the start, if the suspect had not committed any crime, after the ‘true’ confession, 
and after the ‘false’ confession. Figure 19.2 shows the number of participants in the 
ID and GP groups who thought the suspect in the film should have legal advice at the 
start of the police interview, even if he had not, in fact, committed any crime.

Consistent with the findings of the studies referred to earlier in this chapter, sig-
nificantly fewer of the ID group perceived a need for legal advice at this stage, but 
understanding of the benefits of legal advice at the start of the interview was not 
significantly poorer in the ID group. However, their response typically indicated 
that legal advice was not required by a suspect who had not committed the offence 
about which he was being questioned.

Figure 19.2 also shows the proportions of participants in the two groups who 
thought that the suspect should seek legal advice after, first, making a true confes-
sion to the burglary and, then, a false confession to killing the householder. While 
there were no significant differences between the two groups, the pattern of 
responses differed slightly. There was a very small increase in the percentage of GP 
participants who perceived the need for legal advice after the suspect had confessed 
to killing the householder. In contrast, there was a small decrease among the 
ID group.

Three participants with ID who reported that the suspect should have legal advice 
after the true confession had changed their minds. Unfortunately, only one of the 
three could give an account of his response. He explained that:

‘He doesn’t need a solicitor because he’s making it all up about the killing’.

Second, Clare and Gudjonsson (1995; Clare, 2003) examined the perceived conse-
quences of confessing to a serious crime. Figure  19.3 shows the proportions of 
participants in the ID and GP groups who selected each of a series of possible ‘out-
comes’ as the most likely consequence of the suspect’s (false) confession to killing 
the householder. Significantly more of the ID than the GP group reported that the 
suspect would be allowed home until his case went to Court. Conversely, signifi-
cantly fewer of the ID group reported that the suspect would be remanded in prison.
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Fig. 19.3 The proportions of participants selecting each of a series of possible outcomes follow-
ing confession to a serious crime. (From Clare, 2003)

Thirdly, since many suspects later retract admissions made during a police inter-
view, Clare and Gudjonsson (1995; Clare, 2003) examined the likely response to the 
suspect attempting to withdraw his confession, first to the police officer and then to 
a court. Again, participants with ID were more likely than their GP counterparts to 
report that a retracted confession would be believed by the police officer (ID group: 
24%, N = 21; GP group: 5%, N = 20; not statistically significant at p ≤ 0.05).

Of the four participants with ID who were able to explain why they thought a 
retraction would be believed, two suggested that the police officer would not have 
been convinced by the initial confession; the remaining two indicated that it would 
be convincing because it reflected what had actually happened, that is, that the sus-
pect ‘didn’t do it’.

Clare and Gudjonsson (1995; Clare, 2003) then examined the participants’ per-
ception of the likelihood of a court being convinced by a false confession that was 
maintained. Again, similar proportions of the two groups reported that they were 
uncertain whether or not the suspect would be found guilty if he stated his false 
confession in court. The most frequent explanation of this response was that the 
outcome would depend on the strength of the other evidence against him. However, 
a greater proportion of the participants with ID than their counterparts (ID: 29%; 
n-21; c.f. GP: 10%, n = 20; not statistically significant at p ≤ 0.05) reported that the 
court would acquit him.

Of the six participants with ID who believed that the court would not be con-
vinced by the suspect’s false confession, only one person’s explanation (that the 
suspect was clearly a liar because he had denied and then admitted the burglary 
during the audiotaped interview) drew on evidence that might be available during a 
trial. The other participants implied that the court had access to special knowledge 
and would know that the defendant was not guilty.

The findings suggest that, compared with their GP peers, people with ID may be 
more sanguine about the significance of making a confession to a very serious 
offence. They are at increased risk both of appearing to think that suspects might the 
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police would have no problem in beht be problematic retracted and, almost incred-
ibly, that a confession would not be perceived as evidence of guilt even if it were 
repeated in court. This would matter less if they understood the practical importance 
of the caution and their legal rights so that they could seek to exercise them at the 
first opportunity. However, only about half of the sample of people with ID reported 
that legal advice would be needed from the start of the interview, even if a suspect 
was innocent of the illegal behaviour about which they were being questioned. 
Worryingly, only four in five participants thought that legal advice should be sought 
after a false confession to a very serious offence.

This study has a number of methodological shortcomings: the sample sizes were 
very small; for ethical reasons, there was no sense for the participants of personal 
threat; the participants’ responses were not audio-recorded so no measure of inter- 
rater agreement could be carried out; despite simplification during piloting, the 
interview schedule remained complex and was not accompanied by any visual 
material to assist the participants. For all that, the findings suggested that the per-
ceptions of police interviewing and its consequences among people with ID might 
differ from those of their ‘general population’ counterparts so that they would be 
disadvantaged in protecting themselves from making admissions or other self- 
incriminating statements. In terms of the framework used in the USA, the partici-
pants with ID did not ‘appreciate’ the possible personal significance of making a 
false confession in court. In England and Wales, there were impairments in the 
ability to ‘use and weigh’ the information.

In terms of its practical implications, the findings strongly speak to the impor-
tance of legal advice. There is overwhelming evidence that, even when legal advis-
ers do not speak, suspects who receive such help are less likely to make 
self-incriminating admissions, including confessions, and more likely to exercise 
their right to silence (Gudjonsson & Petursson, 1991; McConville & Hodgson, 
1993; Pearse et al., 1998).

 Understanding of Magistrates’ Courts in England and Wales

As noted previously, according to a functional approach to decision making, indi-
viduals cannot make valid decisions if they do not understand relevant information. 
In England and Wales, 95% of trials (involving approximately 1.5 million defen-
dants a year) begin and end in magistrates’ courts, where they are heard by a district 
judge, or more commonly, three magistrates. In contrast with Crown courts, where 
the most serious alleged offences are heard, there is no jury.

Until now, though there have been a number of potentially relevant studies, little 
systematic information has been available about the extent to which aspects of their 
functioning are understood by anyone (though see Souza & Kemp, 2009; Talbot, 
2008; McLeod et al., 2010), let alone people with ID.

In his doctoral thesis, McCombie (2017) used an established video that was 
developed to train lawyers (Hannibal & Mountford, 2013) in three experimental 
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studies. In turn, these studies focussed on (i) understanding of legal terminology, (ii) 
the identification of court actors (such as the prosecution and defence lawyers) and 
understanding of their role, and (iii) understanding of the court’s proceedings. The 
three studies involved the same groups of 30 adults with mild ID (Full Scale IQ on 
the WASI-II (Wechsler, 2011): 60.2 (s.d. = 10.6; range: 45–83). For ethical reasons, 
McCombie was not able to ask about whether or not they had any experience of a 
Magistrates’ court, as a defendant, alleged victim, and/or another kind of witness. 
The performance of this group was compared with that of a control group of 30 GP 
individuals (mean FSIQ: 112.0; s.d. = 14.28; range: 83–142).

The findings indicated that the group of people with ID had a more limited 
understanding of Magistrates’ courts than their GP counterparts. First, they had 
many more (often statistically different at p < 0.001) misconceptions about the legal 
terminology used. They were best able to explain terms that may be heard outside a 
courtroom (e.g. ‘burglary’, ‘stole’) but found great difficulty with ‘technical’ lan-
guage (e.g. ‘aggravating feature’, ‘either-way offences’). Of very considerable con-
cern, only one person (out of 15 in this part of the study) and consistent with other 
studies in the ID group (such as Ericson & Perlman, 2001) was able to provide the 
meaning of a key term – ‘prosecuted’ – correctly: they thought it meant ‘guilty’.

Second, the group of people with ID were less able (mainly significantly less 
able p < 0.001) than their GP counterparts to identify from the film the roles of court 
actors such as ‘defendant’, ‘defence solicitor’ (lawyer), ‘Magistrates’. Table 19.4 
compares the number and percentage of correct identifications of court actors 
between the ID and GP groups and their general population (GP) counterparts.

The participants were also worse at describing the roles of court actors, often 
referring instead to what the person was physically doing (sitting, talking etc.). Of 
concern, the participants with ID showed very limited understanding of the defence 
solicitor’s role in helping defendants present their best case. Such a lack of aware-
ness is consistent with the findings of Clare and Gudjonsson (1995; Clare, 2003) 
regarding the need for legal advice during police detention and interviewing.

Finally, McCombie (2017), as part of his investigation of participants’ under-
standing of Magistrates’ courts proceedings, carried out a content analysis of the 
misunderstandings demonstrated by participants. Compared with their GP 

Table 19.4 The number and percentages of each participant group who correctly identified court 
actors. (Adapted from McCombie, 2017)

Court actor
ID group
N = 30 (%)

GP group
N = 30 (%)

Defendant 2 (6.7) 26 (80.0)
Prison officer 5 (16.7) 19 (63.3)
Legal advisor 0 (0.0)  9 (30.0)
Magistrate 5 (16.7) 21 (70.0)
Prosecution solicitor 2 (6.7) 24 (80.0)
Defence solicitor 3 (10.0) 21 (70.0)
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counterparts, the participants with ID were much more likely to attribute guilt to the 
defendant in the film, even though the charges against him had not been proved.

The findings of McCombie’s (2017) set of studies suggested that Magistrates’ 
court trials are too complicated for individuals with ID to understand, potentially 
placing them at a disadvantage, compared with their counterparts, in making deci-
sions that are in their best interests. This does not imply, however, that people with 
ID should not attend court if they are charged with a criminal offence; however, they 
should have access to support. Strikingly, some of the GP participants, including the 
most intellectually able participants, struggled with one or more of the three domains 
investigated in the study. The implication is that Magistrates’ court trials are too 
complicated, not only for people with ID but also for the general population. 
Following a functional approach to decision making (Grisso, 1986, 2003), the find-
ings support the need for the reform of these courts.

 Conclusions

In this Chapter, we have described studies relating to decision making by people 
with ID that have sought to contribute to two important questions in criminological 
research: (1) Why might some people be at greater risk of engaging in illegal behav-
iour, leading to the attention of the criminal justice system, than others? (2) How are 
those who have engaged in alleged illegal acts ‘transformed’ through the criminal 
justice system into ‘offenders’?

Our account has highlighted some challenges for further research. First, and as 
frequently happens in applied research, the investigators have had to develop their 
own methodologies in an attempt to improve ecological validity. With few excep-
tions, such as Fulero and Everington’s (1995) follow-up to Grisso’s (1981) study, 
the methodologies have rarely been used on more than one occasion; replication is 
virtually unknown. Second, study designs have been unsophisticated: for example, 
the associations between performance on different measures have not been investi-
gated. Thirdly, almost always, sample sizes have been very small. Power calcula-
tions, used to minimise the likelihood of false positive and false negative findings, 
are virtually unknown. Rather, convenience samples, differing across studies, have 
been used. From a practical perspective, this has meant that it has not been possible 
to examine whether there are important intersections between different characteris-
tics, including those of ethnicity and self-reported gender; instead, the population of 
people with ‘ID’ has been treated as homogeneous.

Nevertheless, the findings of the studies have practical implications for ‘alleged’ 
and convicted offenders (Langdon et al., 2010a et seq.; Bolton, 2006) and for sys-
temic reform (Clare & Gudjonsson, 1995; Clare, 2003; McCombie, 2017). The next 
task will be to implement and evaluate the impact of these changes on the lives of 
people with ID whose behaviour has brought them, or may bring them, into contact 
with the criminal justice system.
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Chapter 20
From Social Vulnerability Assessment 
to Active Prevention Measures: 
A Decision-Making Perspective

Geneviève Petitpierre and Mireille Tabin

Many aspects of abuse prevention involve decision making. In this chapter, we high-
light the role played by decision making within the broader domain of abuse preven-
tion. Abuse prevention takes many forms, follows various paths (passive and active), 
and operates at many levels (environmental and individual). Several typologies have 
been created in order to classify the forms of abuse prevention according to their 
characteristics. One such typology aims to classify the various prevention measures 
according to the degree of involvement and responsibility they require from their 
recipients. This binary typology has been proposed by the French epidemiologist 
Anne Tursz, who distinguishes between active and passive preventive actions. 
According to Tursz (Tursz, 2002; Tursz & Gerbouin-Rérolle, 2002), passive preven-
tion refers to primary prevention measures aimed at increasing environmental 
safety. It refers to all measures and/or procedures that protect people from risks 
without requiring their assistance or mobilization. Whereas the purpose of passive 
prevention is to protect people without them being either informed or aware of it, 
active prevention implies explicit involvement of people in their own protection, 
often through their decision making.
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 Active Prevention

 Active Prevention Goals and Strategies

Risk-free environments do not exist, and new risks are constantly emerging that 
require the updating of passive prevention measures. In the area of abuse, risks on 
the Internet present, for instance, a new threat and require an updating of prevention 
measures. Passive prevention cannot pretend to completely eradicate risks (see 
White et al., 2003). It is able only to limit them below an acceptable threshold. In 
most cases, ensuring the effectiveness of standards, laws, or regulations requires 
individuals’ active participation (Tursz, 2002). In the area of abuse prevention, for 
instance, people’s knowledge of the laws is a very important protective factor. The 
combination of active and passive prevention measures, therefore, appears not only 
reasonable but highly necessary (Kosher & Ben-Arieh, 2020). However, some peo-
ple are reluctant to shift the responsibility for protection measures onto the vulner-
able person (Van Gijseghem, 1999). They think that active prevention could be a 
source of unintended harm (Allen-Scott et al., 2014). They fear that the person with 
intellectual and developmental disabilities (IDD) might become suspicious of those 
around them, think that they are living in a malicious world, or become unnecessar-
ily anxious. Over the past decade, however, attitudes have changed under the influ-
ence of self-advocacy movements. Most people with IDD express the desire to be 
informed and to take an active part in decisions that impact their lives, even on 
sensitive issues, such as abuse prevention (Hughes et al., 2018; Masse et al., 2009). 
Research has also shown that negative side effects from attending active abuse pre-
vention programs are either nonexistent (Haseltine & Miltenberger, 1990; Lee & 
Tang, 1998; Mazzucchelli, 2001; Miltenberger & Olsen, 1996;) or rare (Egemo- 
Helm et al., 2007) as long as certain precautions are taken during implementation.

Active prevention refers to a set of programs that enable people to understand the 
risks by empowering and teaching them how to cope with the source of danger in 
order to further reduce their level of risk. Active prevention does not replace passive 
prevention, but complements it. Moreover, the combination of passive and active 
prevention is consistent with Sobsey’s (1994) ecological explanatory model of 
abuse which considers abuse to be explained by the interaction of four factors: (1) 
the potential victim, (2) the potential offender, (3) the immediate environment, and 
(4) the culture. Factors relating to any of these four systems can increase the likeli-
hood of abuse (Hickson et al., 2013). This chapter focuses on active prevention in 
relation to the factors that put the victim at risk. Since decision making is a learned 
skill, which depends in part on opportunities for learning and practice, the roles and 
responsibility given to people with IDD and/or their proxy in prevention are also 
discussed.

The active prevention approach is relatively recent. It states that it is necessary to 
involve the person, at least partially, in making decisions regarding their own pro-
tection. Active prevention uses strategies that differ from one another in terms of 
recipients’ degree of empowerment, recognition of their self-determination 
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abilities, and level of shared responsibility (Bury, 1988; Petitpierre, 2009); for 
instance, it is possible to consider three potential active prevention strategies:

 – Information. The goal of this strategy is to make the person aware of the exis-
tence of the risk and enable him or her to access a more or less complex body of 
information, including ways to protect and/or safeguard oneself against the risk 
(Cherbonnier, 2003). Prevention through information is an open form of preven-
tion that leaves the recipient free to decide whether or not to take up the message 
(Bury, 1988). It requires the individual to take some responsibility for managing 
the risk without offering a lot of guidance. It presumes, rightly or wrongly, that 
the individual in contact with the information will take ownership of it and act 
accordingly.

 – Risk education. This strategy consists of providing the person with thorough 
knowledge about the target danger or threat. It aims to maximize the person’s 
self-protection skills by teaching him or her to understand the preventive content 
and/or to develop various ways of acting on the key determinants of their security 
(Trefois, 2003). This kind of action aims to transform the individual, as well as 
their relationship to the risk situation, by teaching them new knowledge or skills 
in order to maximize their abilities, and help them to develop various ways of 
acting, including making self-protective decisions, to increase their safety and 
promote their empowerment. The risk education programs vary according to the 
degree of reflectiveness they aim to elicit in the learners.

 – Persuasion. This strategy is the third form of active prevention. It plays on seduc-
tion or fear through messages or images that encourage or repel. This strategy 
favors implicit channels to communicate its message. Persuasive strategies 
intend to elicit physical responses such as fighting off the danger, distancing, or 
getting away. Enabling the person to understand why the situation is dangerous 
is not part of the strategy. The path used by persuasive strategies contradicts the 
respect due to the individual’s dignity, freedom, and self-determination. Indeed, 
“the fact of influencing [even] skillfully a person to make him or her think and 
act as one wishes corresponds exactly to the definition of the word ‘manipulate’” 
(Trefois, 2003, p. 25).

These three active prevention strategies differ considerably from one another. 
Knowing their respective objectives, modi operandi, advantages, and disadvantages 
is critical for choosing a prevention strategy that is respectful of ethical principles. 
We chose to focus on risk education programs, in particular on programs aimed at 
decision-making skills improvement, because they value, recognize, and emphasize 
the person’s abilities, which is consistent with both the social-ecological paradigm 
and the paradigm of social participation. Risk education programs do not just aim to 
improve the person’s functioning, but to empower them, a long-term benefit, and to 
increase their freedom. These programs challenge the perceptions which view peo-
ple with IDD as dependent on professionals or proxies for guidance and protection. 
Decision-making learning programs are opportunities to improve the person’s self- 
protection abilities and consequently to increase both their autonomy and 
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independence under conditions of controlled risk. They allow learners to become 
aware of their strengths and weaknesses in order to better cope with social risks.

 Risk Education Programs and Abuse Prevention in IDD

The risk education strategy aims, through educational intervention, to equip the 
person with knowledge and self-protection skills against danger. Currently, abuse 
prevention programs specifically designed or adapted for people with IDD are rare. 
In 2008, a literature review conducted by Mechling, based on articles published 
between 1976 and 2006 in 18 English-language journals, reported only 6 interven-
tion studies on the topic. A few years later, Doughty and Kane (2010) systematically 
reviewed relevant empirical investigations published between 1997 and 2007. Six 
other studies were identified. More recently, in a meta-analysis of publications pub-
lished between 2001 and 2018, Park (2020) identified five studies, including 
Mazzucchelli’s (2001) already identified by Mechling (2008). Quantitatively, the 
results of these reviews show that over time abuse prevention is becoming a more 
dominant theme (6 studies out of 36 concerning other types of risk in Mechling’s, 
2008 review; 5 studies out of 12 in Park’s, 2020 meta-analysis). The methodology 
has been strengthened; there has been an increase in sample size and an improve-
ment in the quality of methodological designs. The target audience for abuse pre-
vention programs is predominantly adults. The only exceptions are the studies 
conducted by Gast et al. (1993) and Watson et al. (1992), which both involved chil-
dren under 10 years, and Lee and Tang (1998) and Thomas et al. (2018), respec-
tively, which involved adolescents between 11 and 18 years.

 Challenges Faced by Abuse Prevention Programs in IDD

Although all identified programs aimed to teach individuals with IDD how to pro-
tect themselves from victimization, they differed in terms of main objectives, behav-
iors targeted by the intervention, program content, teaching methods (e.g., individual 
versus group training, parent/teacher versus expert/researcher instruction, simula-
tion conditions versus in vivo conditions) as well as concrete organizational modali-
ties (e.g., duration of training, number and frequency of sessions, presence/absence 
of consolidation or recall phase).

Three categories of programs can be identified: (1) programs focused on learning 
motor scripts or procedural knowledge, (2) multicomponent programs, and (3) pro-
grams focused on teaching problem-solving and decision-making skills. Table 20.1 
presents the multicomponent programs and programs focused on problem-solving 
and decision-making skills identified in the abovementioned reviews. The programs 
in these two categories are designed to support the development of an active preven-
tion approach more directly by focusing on cognitive strategy processes and gener-
alized applications, rather than on learning specific behavioral responses.

G. Petitpierre and M. Tabin
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Multicomponent Programs

The acquisition of general knowledge (vocabulary, cultural concepts, rules and 
practices, etc.) is necessary to recognize, identify, and deal with situations of abuse. 
Many programs combine the teaching of responses or scripts (how to act) with 
teaching how to recognize conditions when a decision has to be made (when to act). 
The teaching content is quite similar from one program to another even though 
concrete materials may vary. It generally includes information on safety rules, 
appropriate and inappropriate situations, acceptable and unacceptable interactions, 
safe and unsafe secrets, sexuality, gender differences, words required to understand 
abuse concepts, and feelings, types of relationships, personal boundaries, first 
impressions, as well as relaxation and/or self-assertion skills.

Multicomponent programs mainly focus on the information to be communicated 
rather than on the learner and the way he or she reasons or processes social informa-
tion. For example, Foxx et al. (1984) designed a board game in which the person had 
to imagine solutions for social situations involving confrontation (e.g., “You are at a 
party, and a stranger keeps touching you. What should you say to him?”). However, 
despite the fact that the task requires significant socio-cognitive processes in order 
to propose adequate solutions with respect to these critical situations, Foxx et al. 
(1984) focused on procedural knowledge or skills and did not analyze the responses 
from a socio-cognitive or decision-making perspective. Furthermore, the general-
ization of acquired skills remains a challenge for most multicomponent programs.

Programs Focused on Decision-Making and Problem-Solving Skills

Perceiving and being aware of the danger, assessing the risks and benefits inherent 
in each of the possible courses of action, and choosing an appropriate self-protec-
tion path are decisive cognitive abilities that can push back the danger on a perma-
nent basis. They include recent preventive programs that emphasize decision making 
(Hickson et  al., 2015; Khemka, 2000; Khemka et  al., 2005). These programs 
encourage people with ID to identify a possible problem in situations involving 
interactions with others, analyze situations, and make decisions. ESCAPE, a cur-
riculum created by Khemka et al. (2005), is based on theories of decision making. 
This curriculum was developed in response to women with ID being underprepared 
to face the risks of abuse to which they are frequently exposed to in their lives. With 
the availability of ESCAPE and ESCAPE-DD and the more recent versions of this 
curriculum, people with IDD, irrespective of gender, are given the opportunity to 
learn decision-making- based skills so as to not react in a generalized way to risky 
situations, but rather to analyze them in depth and to make strategic decisions that 
combine caution and autonomy (Hickson et  al., 2015; Khemka et  al., 2005). In 
social-cognitive programs based on decision making, people learn a generalizable 
strategy for managing an unlimited number of problems. The effectiveness of the 
curriculum has been evaluated in randomized controlled trial studies. ESCAPE and 
ESCAPE-DD have proved to be effective in empowering people with ID to protect 
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themselves from social threats (Hickson et  al., 2015; Khemka et  al., 2005), by 
improving their decision-making skills.

Another interesting program is The Safety Class program, an abuse prevention 
group program initially developed for women with diverse disabilities (Robinson- 
Whelen et al., 2014) which has been adapted, through a community-based participa-
tory process, to the specific needs and wishes of people of any gender with ID 
(Hughes et al., 2018). The program’s objective is identification of warning signs of 
abuse, safety relationships, safety planning, communication, and help-seeking 
skills, along with key knowledge about healthy boundaries, nature and types of 
abuse, relaxation training, respect in relationships, and disability rights. The effec-
tiveness of the program has been evaluated using a participatory research approach 
involving 12 Centers for Independent Living and 170 adults with ID (Hughes et al., 
2020). The results show that, in comparison to the control group, participants in the 
training group significantly improved their posttest knowledge about healthy rela-
tionships, but no longer differed at follow-up. The improvement on key facts about 
abuse and safety depended on the training site, as far as abilities relating to recog-
nizing warning signs, safety and communication skills, and safety-related self- 
efficacy feelings were concerned. The improvement noted could not be explained 
by training, as both groups improved their abilities between the pretest and the 
posttest. On the contrary, the experimental group showed significantly greater 
improvement in its risk-planning skills compared to the control group. Differences 
at follow-up approached significance.

The results of these recent studies show promising effects of active prevention 
programs, particularly those targeting socio-cognitive and decision-making skills, 
on improving people’s safety knowledge and skills relating to the ability to protect 
themselves. However, they also show that the gains remain fragile and are not 
always maintained over time. Some authors (Hughes et  al., 2020; Mazzucchelli, 
2001) suggest planning booster sessions to improve the fluidity of new skills remo-
bilization. In our view, an overall analysis would be required to understand the rea-
sons why the individuals do not maintain the newly acquired skills on a long-term 
basis. It is not clear whether the decline in skills is due solely to personal factors. In 
a previous study which included respect for privacy (Masse & Petitpierre, 2011), we 
found that practices and lifestyles within families and institutions often contradicted 
the principles of respect expected and taught in programs. Parents and professionals 
said that it was not uncommon for them to enter the person’s bathroom while the 
person was there, even though they knew that they should not do so (“at home I do 
that all the time [going into the bathroom when my son or daughter is there]” (a 
parent), “Yes, it often happens to me with my kid, ... it’s true that I come in from 
time to time” (another parent), “It’s something that happens every day” (a profes-
sional), “I mean, it’s lived experience” (another professional)). Problem awareness 
is a key ability in the decision-making process. The person’s analysis is influenced 
by mnemonic counterproductive traces (latent mental structure, Crick & Dodge, 
1994) of multiple previous and/or current experiences. An intrusion tolerant mne-
monic trace can inhibit the reflective process as it is usually only when the person 
finds it difficult to draw a ready-made answer from their memory that he or she 
engages in a thoughtful and deliberate thought process (Kahneman, 2011). This also 
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raises the issue of the effect on the decision-making process of being exposed to 
conflicting cues. Perhaps it would be necessary to train not only cognitive but also 
metacognitive processes of people with ID to get around this obstacle. With respect 
to training programs, we must keep in mind that prior representations need to be 
disclosed, sometimes deconstructed, before new learning and new skills can be 
developed; otherwise they remain ephemeral and fragile with the risk of a rapid 
return to previous ways of thinking and behaving (Turiel, 1983). Another concern is 
the potentially disruptive impact of stress on real-time decision-making processes 
(Brown, 2011). Although advances have been made in the field of active prevention, 
future research should continue to evaluate and compare methods for improving 
self-protective skills.

 Social Vulnerability

In our society, the precautionary approach and the need to think in terms of preven-
tion and protection have led to the designation of certain groups as vulnerable and 
intrinsically fragile (Parliamentary Assembly Council of Europe [PACE], 2009). 
People with IDD, as well as children, elderly or migrant persons, etc., are generally 
among the groups considered vulnerable. Their situation is particularly scrutinized 
with regard to the judicial system, education, employment, housing, scientific 
research, as well as with regard to racism, discrimination, and, of course, abuse 
(Brown, 2003). In its broadest sense, the notion of social vulnerability refers to “the 
set of disadvantages that an individual may face when he or she attempts to take 
their place as a productive member of society” (Jawaid et al., 2012, p.335). In a 
more limited sense, it refers to victimization (Fisher et al., 2013).

Collective and Personal Social Vulnerability

We propose to distinguish between collective and personal vulnerability. Collective 
social vulnerability (CSV) provides information on the degree of exposure of a 
group of individuals to a given category of risk. The assessment of a population’s 
social vulnerability is based on statistical standards, informed by prevalence and/or 
epidemiological studies that examine the links between the characteristics of this 
group (including those of its environment) and the risk of being victimized. 
Prevalence data are valuable in situating the extent of risk for populations with 
respect to etiology, age, gender, and presence or absence of associated impairments 
(e.g., Chan et al., 2018; Sobsey et al., 1997; Sullivan & Knutson, 2000). However, 
“the fact of being recognized as disabled does not make a person certainly, defini-
tively, and in all cases vulnerable” (Juilhard & Blanc, 2003, p. 132). Because of 
interpersonal differences, knowledge about collective social vulnerability is not suf-
ficient to account for the degree of risk incurred by an individual even if he or she is 
part of a population considered at risk.
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Personal social vulnerability (PSV) refers, on the other hand, to the risk incurred 
by a single person given their individual characteristics. By insisting on the distinc-
tion between CSV and PSV, the French Senate warned against the limits of the 
indications conveyed by the indices of CSV and stressed the importance of an indi-
vidual assessment of vulnerability (Juilhard & Blanc, 2003). This refers to the per-
son’s abilities and experience. It is likely to vary according to their life contexts and 
life stages. The French Senate highlighted that the consideration of PSV should not 
be seen as a defect in the expression of solidarity and responsibility of the commu-
nity towards the person with a disability designated as vulnerable, but rather as a 
tangible sign that aims to express the need for proportionality of protection in order 
not to compromise the autonomy of the person (Juilhard & Blanc, 2003).

Factors of Personal Social Vulnerability

Factors of PSV can be extracted from various sources: prevalence studies; compara-
tive studies (e.g., Fisher et al., 2012, 2013, 2018; Jawaid et al., 2012); empirical 
studies which have gathered the views of people with IDD themselves, profession-
als, or families (Hickson et  al., 2013; Masse & Petitpierre, 2011); reviews of 
research already completed on the topic (Fisher et  al., 2008, 2016); and, finally, 
theoretical models (Greenspan et al., 2001; Nettelbeck & Wilson, 2002) that pro-
vide sets of factors and suggest relationships between them. PSV factors, identified 
from some of these key sources, are presented in Table 20.2.

Many factors determine PSV. However, due to the quality of the data, the respec-
tive weights of factors determining individual vulnerability could not be calculated 
at this stage, even for gender and/or age (Hughes et al., 2012; Jones et al., 2012). 
With regard to cognitive factors, particularly those underlying cognitive and socio- 
cognitive functioning, their influence is being clarified thanks to studies focused on 
fine-tuned modeling of specific processes, such as decision making (Hickson & 
Khemka, 2014) or problem-solving skills (Greenspan et al., 2001). Further develop-
ments are required to prioritize abilities that need to be assessed and to target the 
goals of preventive actions.

 Social Vulnerability Assessments

The evaluation of social vulnerability aims to assess an individual’s risk of social 
victimization (e.g., physical and sexual assault, financial abuse, psychological 
abuse). In current intervention practices, social vulnerability assessment is usually 
conducted by professionals as clinical observations. This evaluation format leaves, 
however, a lot of room for the subjectivity of the observers. In this context, standard-
ized tools (e.g., self-reported or/and informant-rated tests), are welcome as they 
offer more uniform evaluation criteria. Together with clinical observations, they 
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Table 20.2 Personal social vulnerability factors identified in key sources

Prevalence 
studies, 
meta-analyses 
& reviews

People with IDD & 
proxies’ points of 
view

Nettelbeck & 
Wilson’s model 
(2002)

Greenspan’s 
model (2001)

Ontogenetic 
development, 
history, actual life 
conditions, 
lifestyle & 
routines, activities

Gender, age, 
etiology, 
presence of 
associated 
impairments

Time spent in 
institutional contexts; 
limited opportunities 
to learn 
autoprotective skills; 
past history of abuse; 
financial dependance; 
social isolation

Socio-demographic 
variables, socio-
psychological 
influences, limited 
opportunistic 
influences, 
alcoholism

Appearance Attractiveness
Personality Passivity/

submissiveness, 
learned helplessness, 
aggressiveness; 
asking to be alone 
when they would 
need monitoring, 
introversion; need to 
be liked or wanted; 
fearfulness

Aggressiveness, 
limited self-esteem, 
gullibility, etc.

Motivation, 
goals, 
efficacy 
beliefs, 
affect/
attention

Interaction & 
communication

Low assertiveness 
and self-
empowerment skills, 
limited ability to 
verbalize, say no, 
refuse, ask for help; 
no friends

Limited 
communication, 
interpersonal or 
conflict resolution 
abilities

Low 
assertiveness

Everyday 
intelligence (social 
& practical)

Limited ability to 
understand situations

Limited problem 
solving ability

Fluid 
intelligence, 
e.g., 
perspective 
taking

Limited knowledge 
of the rules/rights (e. 
g., privacy, dignity, 
etc.)

Crystallized 
intelligence, 
e.g., credulity

Physical 
competence

Limited motor 
abilities (e. g., ability 
to walk away, to take 
shelter)

Physical 
state, e.g., 
fatigue; trait, 
e.g., strength

provide a more complete and nuanced picture of a person’s strengths and limita-
tions. Over the last two decades, several tools aimed at assessing the social vulner-
ability of people with IDD have been developed in English-speaking countries: the 
Test of Interpersonal Competence and Personal Vulnerability, the Social Vulnerability 
Scale, and the Social Vulnerability Questionnaire.
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The Test of Interpersonal Competence and 
Personal Vulnerability

The Test of Interpersonal Competence and Personal Vulnerability (TICPV, Wilson 
et  al., 1996) is a self-reported 20-item measure designed to assess the ability of 
people with ID to choose the most appropriate response in interpersonal situations 
where there may be a risk of victimization. The measure explores four risk catego-
ries: theft, physical or verbal aggression, inappropriate requests or attempts at 
manipulation, and sexual assault.

The TICPV aims to evaluate the way in which adults with ID analyze social 
information present in so-called analogous situations (e.g., hypothetical situations 
mimicking real-life situations). The person being assessed has to imagine themself 
facing an inappropriate action or request from someone in their environment (a rela-
tive or a stranger). Three alternative answers are proposed (see Table 20.3 for an 
example). The person has to indicate which one is the most cautious. Responses that 
are overly conciliatory with the aggressor or may increase the degree of hostility 
shown by the aggressor are considered incorrect (0 points). The expected (most cau-
tious) response is the one that has the potential to end the interaction, reduce the 
harmfulness of the consequences for the victim, or decrease the degree of hostility 
shown by the aggressor. It is scored 1 point. A high score indicates a low level of 
social vulnerability, with a maximum score of 20.

The TICPV was first developed and validated in 1996 with a sample of 40 adults 
with ID. Scores on the TCIPV significantly distinguished individuals with ID who 
had suffered from victimization (assault, sexual assault, robbery, financial exploita-
tion, break-in) and individuals with ID who had not been victimized. More pre-
cisely, lower scores on the TICPV in part indicated that victims had problems 
discriminating strangers or acquaintances from friends, especially when limits are 
set on what others can reasonably ask for (Nettelbeck & Wilson, 2001). Results 
indicated that neither age nor adaptive behavior was significant covariates influenc-
ing performance on the TICPV. While performance on the TICPV did correlate in 
the predicted direction with IQ (i.e., low social vulnerability and high IQ), social 
vulnerability appears to involve some skills over and above adaptive behavior and 
IQ, successfully identifying victims from nonvictims (Wilson et al., 1996).

Table 20.3 Example of a TICPV item (Wilson et al., 1996)

Item number 3, 
“theft” risk

If you are sitting on a bus and a woman says she likes your watch and 
asks you for it, you should

Response options (a) Tell her where she can buy one 
like it

(b) Yell at 
her

(c) Give the watch to 
her
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The Social Vulnerability Scale

The Social Vulnerability Scale (SVS) was originally an 18-item measure which 
aimed to assess the gullibility of people with IDD (Greenspan & Stone, 2002; Stone 
& Sofronoff, 2006). This informant-rated measure was afterwards adapted and vali-
dated among various populations: neurotypical children (Seward et al., 2018), chil-
dren with Asperger syndrome (Sofronoff et  al., 2011), and older adults with 
neurological conditions (Pinsker et al., 2006). The SVS has a two-factor structure, 
with some items focusing on credulity (tendency to believe something questionable) 
and others on gullibility (vulnerability to being tricked) that can lead to vulnerabil-
ity in daily life (Sofronoff et al., 2011). A  third- party respondent indicates how often 
the person being assessed exhibits the target behaviors. Respondents (e.g., family 
members, caregivers) are asked to rate the items of the SVS on a 5-point Likert-type 
scale (see Table 20.4 for an example). A high score indicates a high level of social 
vulnerability, with a maximum score between 90 and 140 according to the number 
of items of the SVS version.

Building upon Greenspan and Stone’s (2002) work, Pinsker et al. (2006) devel-
oped a modified version of the Social Vulnerability Scale (SVS), a 28-item measure, 
which aimed to assess the gullibility and credulity of older adults with and without 
a neurological condition. Among older adults, social vulnerability is not related to 
advancing age, but rather to neurological conditions (Pinsker et al., 2006). Results 
of the SVS suggest that proficiencies in language and higher-order reasoning may 
aid with detecting deceptive cues and with formulating strategies to avoid victimiza-
tion, thus decreasing social vulnerability.

Likewise, the Gullibility Scale, a self-report measure for neurotypical adults, has 
a two-factor structure: insensitivity to cues of untrustworthiness (e.g., “I’m pretty 
good at working out when someone is trying to fool me”) and persuadability (e.g., 
“If anyone is likely to fall for a scam, it’s me”) (Teunisse et al., 2020). Results sug-
gest that the acceptance of the false premise, which may motivate gullible behavior, 
is likely to play an important role in gullibility (Teunisse et al., 2020).

The Social Vulnerability Questionnaire

The Social Vulnerability Questionnaire (SVQ) is a 28-item measure which aims to 
assess the potential risk of social victimization in people with IDD (Fisher et al., 
2018). This informant-rated measure was validated with a sample of 428 parents or 

Table 20.4 Example of an SVS item (Pinsker et al., 2006)

Item number 4, subscale 
“credulity”

[(S)he] believes everything (s)he reads, e.g., in newspapers, 
magazines, books, and advertisements

Response options Never
0

Sometimes
1 2 3

Always
4

20 From Social Vulnerability Assessment to Active Prevention Measures…



484

Table 20.5 Example of an SVQ item (item #28, credulous) (Fisher et al., 2018)

Item number 28,
factor credulous [(S)he is] likely to believe false claim

Response options Not true/never
1

Sometimes
2 3

Very true/always
4

caregivers of individuals with IDD (Fisher et al., 2018). Respondents (i.e., parents 
or caregivers) are asked to rate the 28 items of the SVQ on a 4-point Likert-type 
scale (see Table 20.5 for an example). A high score indicates a high level of social 
vulnerability, with a maximum score of 112 (Fisher et al., 2018). An exploratory 
factor analysis provides support for a six-factor structure that explains 61% of the 
variance. Factors are (1) risk awareness (e.g., recognizing potentially dangerous 
situations), (2) parental independence (e.g., likely to be left alone for an extended 
period of time), (3) social protection (e.g., part of a social peer group), (4) credulous 
(e.g., likely to believe false claims), (5) vulnerable appearance (e.g., others consider 
him/her to look different from his/her peers), and (6) emotional abuse (e.g., people 
make fun of him/her) (Fisher et al., 2018).

Individuals with IDD who had a higher level of education and had one or more 
friends were more aware of potential risks (risk awareness factor) and were given 
more independence (parental independence factor). As such, individuals having 
lower levels of education and no friends experienced more social victimization 
because they did not recognize risk and experienced more social isolation (Fisher 
et al., 2018).

 Social Vulnerability and Decision Making

Scores on the TCIVP successfully distinguished victims from nonvictims in a sam-
ple of adults with ID (Wilson et al., 1996). However, among adults with Williams 
syndrome, autism spectrum disorder and Down syndrome, no distinct pattern of 
victimization was found. Fisher et al. (2018) found that having no friends was a 
significant predictor of social vulnerability. On the other hand, some adults, with 
and without IDD, display a high level of social vulnerability, suggesting that with 
respect to exposure to social situations, other factors are involved. Overall, research 
studies involving youths and adults with IDD seem to agree that social vulnerability 
is not linked to gender and appears to involve some skills over and above IQ, social 
intelligence, and adaptive behavior (Fisher et  al., 2018; Sofronoff et  al., 2011; 
Wilson et al., 1996), thus supporting the overall concept of social vulnerability as a 
dynamic, fluid, and multidimensional construct.

All three measures of social vulnerability the Test of Interpersonal Competence 
and Personal Vulnerability (TICPV), the Social Vulnerability Scale (SVS), and the 
Social Vulnerability Questionnaire (SVQ) assess credulity and/or gullibility, either 
through vignettes implying being tricked (TICPV) or by asking if the person is easily 
tricked and similar questions (SVS, SVQ). Greenspan’s (2009) proposed model for 
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gullible behavior comprises four factors: situational (e.g., time pressure), cognitive, 
affective, and personality. As such, Greenspan’s defines gullibility, not as a personal-
ity trait, but rather as an outcome affected by the four factors. The TICPV, the SVS, 
and the SVQ each assesses, in a different way, decisional efficiency involving cogni-
tion, motivation, and emotional components in social situations. For example, the 
TICPV (Wilson et al., 1996) aims to assess social vulnerability, through evaluating 
interpersonal problem-solving skills in hypothetical situations. Asking the person to 
indicate the most cautious answer in each vignette implies that he or she has to think 
about the possible consequences of the three answers presented as a, b, or c. This 
hypothetical thinking is an important, likely pivotal, component in decision making, 
which simultaneously involves demands on cognitive, motivational, and emotional 
processes (Hickson & Khemka, 2013). The SVQ (Fisher et al., 2018) measures both 
sociocultural components (e.g., parental independence) and individual components 
of social vulnerability, such as credulity and risk awareness. Cognitive limitations 
may limit comprehension of the nature of the situation requiring a decision (e.g., 
threatening) (Khemka et al., 2013). Hickson and Khemka (2013, p.6) assume that “at 
the start of the decision-making process, identifying and defining the problem (and 
hence recognizing that a decision has to be made) are essential components that must 
occur before solution strategies can be engaged.” Risk awareness is thus a key ability 
required at a very early stage of the decision-making process, emphasizing that deci-
sional processes are at the core of social vulnerability.

Significant gaps remain in the conceptualization of social vulnerability and its 
assessment in research and clinical settings. The differences in the SVS, SVQ, and 
TICPV in conceptualizing and assessing social vulnerability raise the issues about 
conceptualizing vulnerability more generally (for a scoping review, see Enang et al., 
2019). What all these measures of social vulnerability share, however, is a view of an 
interactive schema of victimization, with the underlying hypothesis that “some indi-
vidual risk variables cannot be changed (e.g., intellectual disabilities) or are difficult to 
change (e.g., living situation)”; they are nevertheless of the opinion that other victim 
characteristics reflecting social vulnerability should be amenable to intervention 
(Nettelbeck & Wilson, 2002, p. 289). These authors consider social vulnerability not 
as a stable state across the lifespan, but rather as a holistic construct. Further research 
should try to bridge this gap by establishing a clear definition of social vulnerability, 
which will allow effective assessments and intervention models to be crafted.

 Our Own Research in the Field

 Research in the Field of Social Vulnerability Assessment

In French-speaking countries, measures assessing vulnerability are scarce, if not 
nonexistent. The development of the TV-22 (Test of Social Vulnerability, 22 items), 
the French, enhanced, and accessible version of TICPV, was intended to fill this gap. 
This section presents the characteristics of the TV-22 and its relevance for practice 
and research.
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Initially developed and validated in English by Wilson et al. (1996), the TICPV 
was translated into French by Petitpierre and colleagues in Petitpierre et al., 2011. 
TICPV has several strengths: it is a self-report measure which studies vulnerability 
to several sub-categories of risks; it assesses victimization risks from familiar peo-
ple versus unknown people; its psychometric properties are satisfactory. Several 
research studies were conducted to adapt the TICPV and led to the TV-22 (Beaufort, 
2013; De Palma, 2018; Lopez, 2013; Tabin et  al., 2020). The TV-22 is a socio- 
cognitive test consisting of 22 illustrated vignettes mimicking a social risk. It 
explores four categories of social risk: theft, physical or verbal aggression, inap-
propriate requests or attempts at manipulation, and sexual abuse. In each item 
(vignette), the person assessed is asked to advise a third person (Pierre or Marie, 
according to the gender of the respondent) facing a risk. The risk may come from 
known persons (friends, family members, partner) or unknown persons. The test, 
which is administered on a computer, consists of two parts. In the first part (part A), 
the vignette is introduced, and then the person being evaluated has to suggest a deci-
sion that Pierre/Marie should make (see Fig. 20.1). In part B, the same vignettes as 
from part A are introduced, but three possible answers (a, b, c) are presented (see 
Fig. 20.2). A minimum of two testing sessions is required for the administration of 
the TV-22: one to administer part A of the test, the other for part B, with ideally an 
interval of 1 day to 2 weeks between sessions.

Part A comprises open-ended questions. For each vignette, the person is first 
asked to rephrase the situation presented. This is to ensure that the person has under-
stood the situation presented and whether he or she identifies the risk present. Next, 
he or she is asked to formulate one or more strategies and, finally, to justify the 
proposed strategies.

Fig. 20.1 TV-22, female version, part A, situation # 4. (Petitpierre et al., 2020a, translated and 
reproduced with permission; the pictograms used in the test material come from ARASAAC 
(http://www.arasaac.org) and are distribuited under the Licence Creative Commons BY-NC-SA)
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Fig. 20.2 TV-22, female version, part B, summary of the situation # 4. (Petitpierre et al., 2020b, 
translated and reproduced with permission; the pictograms used in the test material come from 
ARASAAC (http://www.arasaac.org) and are distribuited under the Licence Creative Commons 
BY-NC-SA)

Table 20.6 Types of strategies (Petitpierre et  al., 2020c, translated and reproduced with 
permission)

Strategy Definition

Noneffective decision 
responses: Strategies 
that do not minimize or 
eliminate the risk

No answer Gives no advice, says “I don’t know,” or answers 
nothing

Submission Advises to accept, to say “yes,” to give the money, 
etc.

Emotional Advises to react aggressively (e.g., by physical or 
verbal aggression) and to respond to a threat with a 
threat, or advises to be overly empathetic (e.g., 
proposing to give a massage to a stranger to calm him 
down or credulously), advises to ask “why” (e.g., 
“why are you in my house?” “why are you asking 
that?”), etc.

Other 
non- cautious 
response

Advises an imprudent response that is neither 
submissive nor emotional (e.g., walking home late at 
night, hitchhiking, not going to the toilet anymore, 
etc.)

Effective decision 
responses: Strategies 
that minimize or 
eliminate risk

Indirect 
protection

Advises to call on others to resolve the situation (e.g., 
a trusted person, the police, a doctor, etc.)

Self-protection Advises to refuse calmly, to defend oneself verbally 
by saying “no,” to ignore the interlocutor, to leave or 
to continue on one’s way, to close the door, etc.

The types of strategy spontaneously proposed by the person can be grouped into 
six categories which reflect either effective or noneffective decision responses (see 
Table 20.6). Two members of the research team separately coded 22 interviews on 
part A of the TV-22. Cohen’s Kappa (κ) was calculated to determine agreement 
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between the two coders on just over 20% of these interviews (n = 6). Inter-judge 
agreement ranged from 0.70 to 1, ranging from satisfactory to perfect agreement 
(Landis and Koch, 1977). A detailed analysis of the differently coded statements 
helped to refine the categories and clarify possible coding discrepancies. 
Nevertheless, results from part A do not provide a score of social vulnerability, 
rather a qualitative overview of the strengths and limitations of the person to recog-
nize and describe the risk present in the situation. They also make it possible to 
analyze what types of strategy the person spontaneously proposes to deal with the 
situation, whether these strategies accelerate or reduce the risk and whether they are 
independent or submissive (see Table 20.6).

Part B introduces the three response options and asks the person to indicate the 
option that she or he feels is the most cautious among three proposed answers. The 
answers are presented one after the other. Then, based on the summary of the situa-
tion and the three options, the person is asked to choose the most cautious answer 
and to justify their answer (see Fig. 20.2).

The results from part B of the TV-22 reflect the individual’s overall ability to 
select appropriate protection strategies that reduce exposure to different categories 
of social risks. The most cautious answer is scored 1, whereas the other options are 
scored 0. The higher the score (22 points maximum), the more capable the person is 
of choosing strategies that tend to protect the protagonist (Pierre/Marie).

Psychometric properties of part B of the test were evaluated in a sample of 29 
French-speaking adults with ID. The findings provide preliminary support for the 
use of the TV-22 (Tabin et al., 2020). They show that the tool has very good internal 
consistency (α  =  0.89, Ω  =  0.93) and good test-retest reliability (rs (29)  =  0.81, 
p < 0.01). As far as external validity is concerned, there is no gender or age effect. 
As expected, the TV-22 scores correlate with support needs. Participants who appear 
to be less socially vulnerable (i.e., with higher self-protective skills) are those with 
lower support needs. There is also a positive relationship between self-protection 
skills and logical reasoning measured by Raven’s Colored Progressive Matrices. 
Contrary to expectations, however, TV-22 scores do not correlate with scores on the 
adaptive behavior assessment measured using ABAS-3 (Harrison & Oakland, 2015; 
see Tabin et al., 2020, for interpretation).

Table 20.7 presents an excerpt of an interview conducted using the TV-22 with 
an adult with ID, who shows signs of vulnerability.

In part A, the fact that the person answers directly “No!” seems to indicate that 
he immediately perceives a risk, which tends to be confirmed by his further answer 
and justification, “Say no. You don’t touch private parts.” With this self-protection 
strategy, the interviewee proposes an effective decision response that minimizes the 
risk. Nevertheless, later on, when he faces three possible answers in part B of the 
test, he chooses to not go to the toilet again. This choice provides an insight into his 
difficulty to think about the possible consequences of the answers presented and to 
assess the adequacy of the chosen solution in the long term. The differences in the 
answers of this participant between part A and part B of the test also highlight that, 
for this person, risk awareness may not be his main area of social vulnerability. This 
example, and particularly the dimension concerning risk awareness, shows the value 
of combining vulnerability assessment measures. In this case, if we had the results 
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Table 20.7 Excerpt of an interview conducted with Mr. T (20 years old) using the TV-22

Part A – item #4 – male 
version Part B – item # 4 – male version

Psychologist: Situation N°4. 
Pierre is in the toilet at work. 
Someone comes in and says 
she wants to touch his private 
parts
Interviewee: No!
Psychologist: What do you 
advise Pierre to do or say?
Interviewee: Say no. you 
don’t touch private parts.
Psychologist: So he should 
say no?
Interviewee: You don’t touch 
private parts.
Psychologist: Why?
Interviewee: No because you 
don’t touch private parts

Psychologist: Situation N°4. Pierre is in the toilet at work. 
Someone comes in and says she wants to touch his private parts. 
I will show you 3 answers, and you will tell me which one is 
the most cautious. (A) Say he doesn’t like people asking that; 
(B) let her do it because she might get angry; (C) don’t go to the 
toilet again. So, which is the most cautious answer?
Interviewee: (C) don’t go to the toilet again.
Psychologist: Don’t go to the toilet again, why?
Interviewee: Because private parts should not be shown or 
touched

Note: English translation

of the SVQ, we could – or not – confirm the fact that the person has more difficulty 
in assessing consequences than in the risk awareness dimension. Thus, TV-22 data 
should not be considered in isolation, but rather integrated into a comprehensive 
assessment of the social vulnerability of individuals with IDD. The score and analy-
sis of the answers help to better understand their risk awareness and self-protection 
abilities (in hypothetical scenarios). The professionals’ clinical observations still 
remain essential to complete the results of the evaluation. For clinicians, results 
from the TV-22 could guide the objectives of the individualized assessment if they 
indicate the need for abuse prevention training, or they could be used as a tool for 
monitoring the person’s progress. For researchers, results from the TV-22 could be 
part of the assessment of the effectiveness of a decision making-based abuse preven-
tion intervention (e.g., ESCAPE-NOW, Khemka & Hickson, 2015). The participant 
could answer the TV-22 at baseline (pretest) and after the intervention (posttest). 
Comparing results from part A between pre- and posttest would allow changes in 
the participant’s decision-making skills for self-protection to be assessed. More pre-
cisely, analysis of the participant’s decision responses would make it possible to 
identify if the participant proposes more effective decision responses (e.g., refuse 
calmly) and/or fewer noneffective decisions (e.g., let him do it because he might get 
angry) after having experienced the intervention. Results from part B would allow 
assessment of the effect of a decision making-based abuse prevention intervention 
on the participant’s hypothetical thinking skills and their ability to choose the most 
self-protective option from the three proposed answers.

Nevertheless, further research is definitely needed on the one hand to ensure the 
psychometrics properties of part B of the TV-22 and, on the other hand, to further 
deepen and clarify the definition of social vulnerability. Comparing SVQ and TV-22 
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results, for example, could provide valuable information into social vulnerability 
and help to improve its definition.

 Implementation of ESCAPE-DD in the Swiss Context: 
Some Considerations

The ESCAPE-DD curriculum (Khemka & Hickson, 2008) has been translated into 
French by Petitpierre et al. (2011). The following conditions have been put in place 
to facilitate implementation of the program in facilities offering residential services 
and sheltered workshops: ensure that the management of the facility supports the 
introduction of training; identify an on-site trainer (if possible a person who already 
provides training at the facility); constitute a pair of trainers (the first round of train-
ing has always been delivered by a pair composed of an on-site trainer and an aca-
demic collaborator); and identify the necessary adaptations. Adaptations are based 
on three small exploratory studies carried out in three implementation sites by three 
master’s students (Borloz, 2015; Jonin, 2012; Noir, 2011).

The ESCAPE-DD curriculum consists of 12 small group instructional lessons 
and six support group sessions. Lessons 11 and 12 are crucial in the program. In 
Lesson 11, participants apply the 4-step decision-making strategy independently 
(between learners). As in the following lesson, Lesson 12, the instructor’s help 
should gradually be reduced. Clinical observations suggest that Lesson 11 should 
not be rushed. All learners must be able to function as leaders of the team before 
implementing the 4-step decision-making strategy on their own as they will have to 
do later in Lesson 12. It has been noted that it was energetically and cognitively too 
demanding for most participants to take the lead for the entire duration of the activ-
ity. Asking two or more of them to take it in turns could be a facilitative option. As 
Hickson et  al. (2015) have already pointed out, the third step of the procedure, 
which involves verifying that the self-protection solutions were considered to meet 
the requirements of immediate and long-term safety, as well as independence, is the 
most demanding part of the procedure. In this step, participants also tended to lose 
their train of thought. An alternative might be to go through steps 2 and 3 in sequence 
for one solution and then the next, in other words to ask them to generate a solution 
and then evaluate it right away.

In any case, an important feature of Lesson 11 lies in the fact that it enables par-
ticipants to hear each other’s point of view and to challenge it. For the instructor, 
access to the learners’ position statements in the context of the group is very valu-
able because it gives him or her a window into the characteristics of the person’s 
reasoning (i.e., their flexibility, independence of reasoning, and so on). It also 
enables him or her to look at the strength and relevance of the arguments put for-
ward or, on the contrary, the weakness or absence of arguments. In general, over the 
course of the program, it is also interesting to observe gestures that participants 
exhibit in conjunction with language (i.e., participants showing awareness of the 
problem by waving up and down and saying “ouch ouch ouch ouch” or symbolizing 
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the weighing of solutions with their hands). The literature shows that people with ID 
often use gestures to structure their thinking and support their cognitive activity 
(Goldin-Meadow, 2003; Lacombe et al., 2020). The “think” gesture (finger rotation 
movement at temple level) was spontaneously used by some learners in the first 
step. Gestures expressing doubt or difficulty in choosing were also manifested, par-
ticularly in step 3.

Table 20.8 summarizes the adaptations that were found to be necessary when 
implementing the program in the Swiss context. Some adaptations (in bold in the 
table) are similar to considerations noted by Hughes et al. (2018) in their feasibil-
ity study.

 Perspectives and Conclusion

Over the past 5 years, significant progress has been made in identifying individual 
and environmental risk and protective factors that affect exposure to abuse. Tools 
have been created to enable the measurement of a person’s decision-making skills 
and/or vulnerability in social situations. They offer an objective measurement and 
provide useful information on how people reason in certain situations similar to 
those they might encounter in real life. Neither the strengths nor the weaknesses of 
these tools are yet known.

With regard to decision-making processes, the initial procedure that is typically 
attempted by an individual in a given situation is to intuitively search for recollec-
tions of past decisions. It is an automatic procedure which does not involve thinking 
about what the person should do. Rather, when the person finds it difficult to draw 
a ready-made answer from their memory, he or she engages in a deliberate thought 
process (Kahneman, 2011). The intuitive procedure works by association and relies 
on memories derived from past experiences. This implies that being confronted with 
situations that should not occur, but which nevertheless do occur sporadically in the 
person’s daily environments, can lead them to implicitly record these facts as ordi-
nary and can make it difficult for them to think deliberately about them, i.e., be 
aware of them; distance, analyze, and consider them critically; and develop motiva-
tion for change and explore the possibilities for it. Deconstructing the habits of the 
entourage and the participant’s implicit knowledge may require at least five adapta-
tions of the active prevention programs: (1) better integrate the metacognitive 
dimension to enable the learner to discover their own cognitive strengths and weak-
nesses; (2) be interested in the participant’s previous representations, knowledge, 
and real-life experiences in order to identify those that could be a potential barrier 
to new learning; (3) consider working with the immediate entourage (families or 
professionals) by making them aware of the need for greater congruence between 
their practices and the principles of protection instilled in the prevention programs; 
(4) inform the family and caregivers of the contents of the program and ask them to 
use natural situations that may arise to coach the participant’s new decision-making 
skills; and (5) remember that the best safety net is based on the activation of both 
sets of measures, active and passive.
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Table 20.8 Adaptations excerpted from French translation of ESCAPE implementation logbooks

Course of the training Adaptations When

A participant discloses 
abuse during training

Define a clear procedure before the beginning of 
the training. It should spell out what trainers 
should do if a participant reports abuse

Before training

The participants’ entourage 
believes that the training 
will immediately “protect” 
the participant

Remind those around that learning is a process

A participant uses a 
specific means of 
communication or requires 
specific conditions to 
understand

Inform oneself about the way participants 
communicate and function (fatigability, 
attentional difficulties, etc.)

Rename the program with 
a title that can be 
understood by 
Francophones

ESCAPE-DD, French version → “building skills 
to protect oneself” (“Construire des compétences 
pour se protéger”)

A participant shows signs 
of anxiety or stress during 
the lesson (or training)

It is imperative that the program be facilitated by 
two instructors present throughout the program. 
One of them should concentrate on participants’ 
emotional reactions
Provide a worry box to collect participants’ 
concerns and remind them of its existence at each 
session
Counterbalance the potentially threatening nature 
of risk information with activities aimed at 
identifying participants’ strengths and 
opportunities of supports (cf. Morgan, 2013)

During the 
training

Participants are afraid to 
speak up in front of others 
or of not giving the “right” 
answer to the questions

Create a respectful learning space for everyone
In addition to speaking rules in the instruction 
manual, give a reminder that learning is the main 
goal, so everyone has the right not to know, the 
right to make mistakes, the right to express 
disagreement, or the right not to understand

During the 
training

Participants forget or don’t 
use some of the skills they 
have learned

Review the content of the previous session at the 
beginning of each new session
Explicitly summarize key information after each 
activity
Suggest that participants build up an individual 
portfolio and update it throughout the sessions: 
This file should enable them to keep reviewing 
the notions from one session to the next. It also 
constitutes a “toolbox” that can be used after the 
training
Take pictures or video of the results of group 
activities
Schedule “refresher” knowledge sessions
Inform the family and caregivers of the contents 
of the program and ask them to use natural 
situations that may arise to reinforce learning
Train proxies in the decision-making process

Before, during, 
and after the 
training

(continued)
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Table 20.8 (continued)

Course of the training Adaptations When

Content of the program

Module 1 was felt to be 
very dense, very 
conceptual, and not easily 
accessible by some 
participants.

Increase the number of sessions in the module to 
allow more time per theme/activity
Lighten the module program
Translate material into easy to read and 
understand format

Content 
adaptation

Tackling the topic of sexual 
abuse too quickly offends 
participants’ feelings

Reverse the themes by first addressing verbal 
abuse, then physical abuse, and finally sexual 
abuse

Participants generate 
solutions that are not part 
of those proposed in the 
source material

Provide “blank” material to express unanticipated 
proposals
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Chapter 21
Behavioral Approaches to Teaching 
Decision Making to Individuals 
with Intellectual and Developmental 
Disabilities

Alyssa M. Uher, Cynde K. Josol, and Marisa H. Fisher

 Introduction

Advocacy movements of the past 50 years have resulted in significant changes and 
opportunities for individuals with intellectual and developmental disabilities (IDD). 
The photographic exposé, “Christmas in Purgatory,” by Blatt and Kaplan (1974), 
along with progress in the disability rights movement, prompted deinstitutionaliza-
tion and the move of thousands of individuals with IDD from institutions into group 
homes, halfway houses, and independent living facilities (Buchanan & Walmsley, 
2006; Mansell, 2006; Nielsen, 2012). With this move, individuals with IDD experi-
enced new possibilities for the development of personal control and self- 
determination, allowing them to participate in both major life decisions and minor 
daily living decisions for the first time (Smith et al., 2005).

When physical integration did not lead to significant improvements in the quality 
of life or well-being of individuals with IDD, self-advocates in the 1980s began to 
speak and stand up for their rights, aiming to reduce the inequalities and discrimina-
tion they experienced and to increase their own self-determination (Buchanan & 
Walmsley, 2006; Fenn & Scior, 2019). With declarations and publications from the 
United Nations, World Health Organization, World Bank, and other international 
organizations, the rights of individuals with IDD have taken center stage, giving 
them increased control of their own lives. The United Nations Convention on the 
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Rights of Persons with Disabilities (2006), for example, highlighted as global pri-
orities that individuals with disabilities should have their rights protected and be 
enabled to participate fully within their societies. The key tenets of the disability 
human rights movement emphasize autonomy, choice, independence, equality, and 
participation for all individuals with disabilities, providing them with the rights to 
make their own life decisions.

Today, individuals with IDD increasingly live and successfully participate in the 
community, and many residential, vocational, leisure, and other initiatives have 
been developed to promote their social inclusion (TASH, 2006). While inclusion 
leads to more social interactions, job opportunities, and community participation, it 
also allows individuals with IDD to make their own decisions about how they want 
to live their lives (Abbott & McConkey, 2006; Kampert & Goreczny, 2007; 
Simplican et  al., 2015). Indeed, individuals are increasingly provided with the 
opportunity to make decisions related to employment, independent living, and com-
munity access (Shogren et al., 2020; Wehmeyer & Garner, 2003).

Unfortunately, these increased opportunities can also lead to increased risks of 
victimization. Compared to those without disabilities, individuals with IDD are 
more socially vulnerable or at risk of experiencing adverse events that could affect 
their emotional, physical, or financial well-being (Fisher et al., 2016; Jawaid et al., 
2012; Ticoll, 1994). Individuals with IDD experience higher rates of physical and 
sexual assault, personal or property crimes, psychological abuse (e.g., bullying, per-
suasion), discrimination, neglect, and financial victimization (Fisher et al., 2012; 
Petitpierre et al., 2013; Ticoll, 1994; White et al., 2003). Such increased rates of 
victimization may be related to the inability to recognize and respond appropriately 
to potentially harmful situations (Fisher et al., 2013).

With this backdrop, it is important to consider the decision-making capacity of 
individuals with IDD and to ensure that they are equipped with the skills to make 
appropriate decisions when faced with potentially dangerous situations. In this 
chapter we will first briefly describe why it is critically important for individuals 
with IDD to have the ability to make informed decisions. We will specifically dis-
cuss the importance of effective decision making when there is an increased risk of 
victimization or abuse. Next, we will discuss how behavioral intervention approaches 
have been effectively developed to build and support decision-making behaviors 
in  response to high-risk decision making situations for individuals with 
IDD. Specifically, we will describe behavior skills training (BST) and then provide 
examples of how BST has been used to teach individuals with IDD to make appro-
priate decisions in response to situations involving potential abduction, sexual 
assault, bullying, or other forms of social victimization. We will end with a call for 
future research to evaluate additional behavioral interventions and suggestions for 
practice to increase the decision-making capacity of individuals with IDD in 
response to high-risk decision-making situations.
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 Importance of Decision Making by Individuals with IDD

Being able to engage in autonomous decision making, or the ability to indepen-
dently make a decision and communicate that decision to others, is an essential part 
of living a self-determined life for individuals with IDD (Werner, 2012). Indeed, 
self-determination is achieved when a person is the primary causal agent in their life 
and is free to make decisions without undue external influence or pressure 
(Wehmeyer, 1997). For all people, decisions range from low-risk decisions, such as 
deciding what to eat for dinner each night, to high-risk decisions, such as deciding 
whether to live independently or to consent to an intimate relationship.

Historically, individuals with IDD were afforded opportunities to make only 
low-risk decisions related to activities of daily living and were less often provided 
opportunities to make high-risk decisions (Brown & Brown, 2009). As notions of 
self-determination have gained in importance, however, there has been a push for 
adults with IDD to live as independently as possible and to make their own deci-
sions, even in high-risk situations (Bannerman et al., 1990; Sandjojo et al., 2019). 
Given the wide range of decision-making contexts and the complexity of the deci-
sion making process, special considerations may be needed for supporting individu-
als with IDD in making their own decisions.

Various decision-making frameworks and models have been developed specific 
to the decision-making abilities of those with IDD. For example, to assist individu-
als who do not have the capacity to make decisions with full independence, the 
Supported Decision Making Inventory (SDMI) (Shogren et  al., 2017a, b, 2020; 
Shogren & Wehmeyer, 2015, 2016) was developed to identify an individual’s deci-
sion-making capacity, environmental demands, and supports needed for individuals 
with IDD to make effective decisions (Shogren, et al., 2017b). Other frameworks 
for individuals with IDD include the Pathways Model of Decision Processing 
(Hickson & Khemka, 2014), which synthesizes other decision-making models and 
outlines possible pathways that may be used by individuals with IDD to make inde-
pendent decisions on their own.

Such frameworks and models can assist in the design of assessments and inter-
ventions to promote successful decision making for individuals with IDD in various 
social contexts and situations. They also allow for the identification of specific con-
siderations to account for when teaching individuals with IDD how to make 
informed decisions. For example, although individuals with IDD may be provided 
with opportunities to make decisions, they face numerous barriers that limit their 
decision-making abilities (Stang et al., 2009; Werner, 2012) and that may lead to 
difficulties in making effective decisions (Hickson & Khemka, 2014). Such barriers 
include poor self-awareness, learned helplessness, low self-esteem, self- deprecation, 
and lack of recognition of strengths and weaknesses (Field, 1996; Field & Hoffman, 
1994; Sparks et al., 2016). The barriers will not only impact decision-making abili-
ties, but will also inform how to begin teaching individuals essential decision- 
making skills. Another critical consideration regarding decision making by 
individuals with IDD is the social vulnerability of this population in comparison to 
those without IDD, thus increasing their susceptibility to victimization.

21 Behavioral Approaches to Teaching Decision Making to Individuals...
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 Social Vulnerability and the Importance of Effective 
Decision Making

Compared to those without disabilities, individuals with IDD experience increased 
rates of victimization, including child abuse, bullying, sexual and physical assault, 
and property and financial crimes (Fisher et al., 2016; Jawaid et al., 2012; Ticoll, 
1994). These increased rates of victimization are often attributed to both demo-
graphic and societal variables that lead to social vulnerability, indicating that indi-
viduals with different forms of IDD may be more or less socially vulnerable (Fisher 
et al., 2013).

Depending on the type of IDD, individuals may experience verbal and memory 
deficits, difficulties with problem-solving, problems with abstract thinking and 
overly concrete thought processes, or a tendency toward acquiescence and suggest-
ibility that impede successful decision making (Greenspan et  al., 2001; Werner, 
2012). For example, individuals with intellectual disability (ID) may be unable to 
recognize potentially abusive situations, or they may be more gullible, lacking the 
skills to evaluate whether certain claims are true (Fisher et  al., 2013; Greenspan 
et al., 2001). On the other hand, due to poor social communication skills, individu-
als with autism spectrum disorder (ASD) may have difficulty recognizing and 
rejecting certain forms of social victimization (Jawaid et al., 2012; Nettelbeck & 
Wilson, 2002; Wilson et al., 1996). Finally, because of their extreme sociability and 
trust in others (e.g., see Jones et al., 2000), individuals with Williams syndrome may 
experience impaired judgment that could lead to an increased likelihood of comply-
ing with questionable requests (Jawaid et al., 2012; Lough & Fisher, 2016; Thurman 
& Fisher, 2015).

Others have attributed the social vulnerability and victimization of individuals 
with IDD to certain societal practices that limit the abilities of individuals with IDD 
to learn to make effective decisions. For example, many individuals with IDD are 
taught to be compliant and cooperative, decreasing their ability to recognize and 
stop unwelcome advances (Rosen, 2006; Westcott & Jones, 1999). Further, indi-
viduals with IDD often experience decreased privacy and increased dependency, 
increasing their vulnerability to physical and sexual abuse, as well as personal and 
financial victimization (Hughes et al., 2012). In essence, when individuals with IDD 
are not taught and given the opportunity to lead their own lives and to make their 
own decisions, they are at increased risk of experiencing abuse and victimization.

Given this increased risk, when providing opportunities for self-determination 
and planning for increased decision making, it is important to teach individuals how 
to recognize and respond to potentially high-risk decision-making situations. 
Learning to independently make high-risk decisions will not only provide individu-
als with IDD the autonomy they deserve, but they will also gain the skills required 
to keep themselves safe from victimization. Thus, it is critical to design effective 
decision-making interventions to increase opportunities for successful high-risk 
decision making and decrease risk of social victimization.
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 Teaching Effective Decision Making to Decrease Victimization

To provide opportunities for decision making while ensuring the safety of individu-
als with IDD, it is important to evaluate how we can improve the decision-making 
skills of individuals with IDD, especially when they are faced with high-risk situa-
tions that could lead to negative consequences. In the case of decision making where 
there is a heightened risk of social victimization, the decision-making process may 
be non-iterative, and there may be minimal chances for correction (Hickson & 
Khemka, 2014). That is, there are times when individuals with IDD are faced with 
difficult decisions that require fast action and less deliberation, particularly in 
potentially dangerous, high-risk situations such as potential abduction or sexual 
abuse. Previous research indicates that individuals with IDD often fail to anticipate 
possible negative consequences of their decisions and often select inappropriate 
courses of action (Hickson & Khemka, 1999). Further, Hickson and Khemka (2014) 
reported that individuals with IDD are less likely to apply a systematic decision-
making process; rather they rely on their past experiences to arrive at solutions for 
current problems. Therefore, individuals with IDD may face unique circumstances 
or barriers that can inhibit successful decision making – particularly in the context 
of social vulnerability and victimization.

Thus, for high-risk situations, individuals with IDD may need to be taught the 
safest, quickest, and most appropriate response rather than employing a prolonged 
decision-making strategy. In these specific circumstances, behavioral intervention 
approaches such as BST may be the most appropriate method for designing decision- 
making interventions that are not only tailor-made for specific high-risk circum-
stances prevalent in the IDD population such as abuse and victimization but also 
consist of clear manageable steps.

 Behavior Skills Training

BST is an applied behavior analytic strategy that is used to not only teach new skills 
or behavior but to also ensure individuals are able to perform their newly acquired 
skill in appropriate situations. Applying the principles of behavior analysis, BST 
has been used to effectively teach new skills to a wide range of individuals, includ-
ing teaching individuals with and without disabilities a variety of skills, including 
bullying and abduction prevention (Poche et al., 1988; Stannis et al., 2019), firearm 
safety (Miltenberger et al., 2004; Morgan & Miltenberger, 2017), home accident 
prevention (Dancho et  al., 2008: King & Miltenberger, 2017), pedestrian/street 
crossing safety (Rossi et  al., 2017), and reporting inappropriate staff-to-resident 
interactions (Bollman et  al., 2009). Before describing the research using BST to 
teach safety skills to individuals with IDD, we first clearly describe the systematic 
BST procedures.
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 BST Procedures

Although BST is continually expanding to teach different groups and individuals 
under various contexts, the general procedures for implementing BST remain con-
sistent across applications. Instruction is typically conducted first in a classroom/
clinical setting and then moved into the applied setting where the skill is most likely 
to be performed. Although sessions vary in duration depending on time constraints, 
the complexity of the skill being taught, and the individual’s ability to attend to 
instruction, all sessions are delivered frequently, and performance is monitored until 
the individual is able to display the behavior independently during rehearsal in the 
classroom/clinical setting and in the applied setting.

 Preparation for BST Sessions

Pre-planning steps are completed prior to beginning a BST session. First, the con-
text of when and where the behavior is expected to be performed is determined. 
Next, the behaviors for the specific context are operationally defined in measurable 
and observable terms. For example, the operational definition for appropriately 
responding to a stranger’s lure could be, “when out alone in public, approached by 
a stranger, and presented with a request to leave with the stranger, the individual will 
(a) immediately say “no,” (b) walk or run at least 10 steps away from the stranger, 
and (c) tell an adult what the stranger said within 5 minutes of the lure.” This defini-
tion provides a description of three actions that are observable and can be measured 
by independent observers with fidelity. The trainer then works with the individual 
and/or their caregivers to determine in which community locations the individual is 
most likely to be alone and in need of potentially using this skill.

 Components of BST

Setting it apart from other teaching strategies, BST incorporates the principles of 
applied behavior analysis (ABA) and consists of four components including (1) 
systematic instruction, (2) modeling, (3) rehearsal, and (4) feedback (Miltenberger, 
2015). The order of these components is essential to its effective delivery.

 Instruction

BST begins with systematic instruction. The goal of instruction is to teach the 
desired behavior to the individual, providing details about how to correctly perform 
each behavior and in which circumstances the behavior is expected to be performed. 
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During instruction, the trainer describes the desired behavior with very specific 
details so that the individual knows exactly what the desired behavior looks like as 
well as what the behavior does not look like. Thus, it is important to stop and check 
for understanding throughout instruction. For example, when teaching the steps to 
responding to a lure from a stranger, an appropriate question for the trainer to ask 
would be “What are the three steps if a stranger approaches you?” with “Say no, 
walk away, tell an adult” as the correct response.

 Modeling

Once instruction has been delivered, the desired behaviors are then modeled either 
by the trainer or through video modeling (Miltenberger, 2015). The model is used to 
demonstrate a clear example of how the behaviors are to be performed. The scope 
of the model includes all the expected behaviors and nothing beyond the scope of 
the instruction. For example, when modeling a response to a stranger lure, the model 
includes only an example of a lure and an individual displaying the three-step 
response. During modeling, no other situations or scenarios are shown.

 Rehearsal

The third component of a BST session is rehearsal, during which the individual is 
provided the opportunity to practice performing the behavior. Rehearsal not only 
provides opportunities for practice, but it also allows the trainer to observe the indi-
vidual’s performance and to correct any errors (Miltenberger, 2015). Essentially, 
this step ensures that the individual has acquired the skill and has it within their 
behavioral repertoire.
While observing the individual during rehearsal, the trainer takes data on the indi-
vidual’s performance during each role-play scenario. Acquisition is typically deter-
mined when the individual completes all steps accurately and independently in 
80%–100% of role-plays across 2–3 BST sessions consecutively.

 Feedback

The final component of BST is feedback, in which the instructor delivers immediate 
feedback on the individual’s performance after rehearsal of the behavior. Feedback 
consists of praise for correct performance of the behavior or parts of the behavior, 
identification of incorrect responses, and instructions on how to improve the perfor-
mance (Miltenberger, 2015). Feedback is given either during the rehearsal when the 
individual begins to perform a component incorrectly or immediately following 
each role-play.

21 Behavioral Approaches to Teaching Decision Making to Individuals...



506

 In Situ Assessment

Once the individual has demonstrated the ability to perform the behavior through 
rehearsal in the BST setting, it is critically important to ensure the skill generalizes 
to the natural environment (i.e., the applied setting) through in situ assessment. To 
replicate a realistic lure from a stranger, the trainer arranges a situation to assess if 
the individual will display the behavior without knowing they are being evaluated. 
This is done by observing the individual in a community setting where the target 
behavior is expected to be performed (e.g., a park after training in the classroom) 
and a stranger approaches them and attempts to get the individual to leave with 
them. The individual is unaware that the trainer is present and watching from a dis-
tance, and the stranger is known by the trainer.

If the individual does not make the correct response, there are two different train-
ing options. The stranger can terminate the interaction (e.g., “Oh never mind! I see 
my puppy over there!” and walks away from the individual), or the trainer can 
appear and provide immediate correction (e.g., “Remember, we do not leave with a 
stranger. We say no, walk away, and go find an adult”). In situations where the skill 
does not generalize from the training context to the applied setting, in situ training 
is used to teach the desired skill in the natural setting.

 In Situ Training

In situ training includes the same components of BST, but the behavior is practiced 
in the natural setting. This training can either be initiated after the trainer determines 
that the skill did not generalize, or it can be proactively planned as an additional 
phase in the training procedures. Regardless of method, in situ training helps to 
improve the likelihood that the skills taught in the training environment generalize 
to the natural environment. After in situ training, it is critically important to conduct 
an in situ assessment to ensure the behavior is displayed in the perceived absence of 
the trainer.

 Using BST to Teach Decision Making

Given the systematic process of instruction and evaluation of individual skill acqui-
sition in BST, this teaching strategy is an effective method for teaching individuals 
with IDD how to respond in high-risk decision-making situations. High-risk 
decision- making situations are those in which the decision will be either a safe or 
dangerous response. Given the complexities of high-risk situations, BST simplifies 
the factors that often lead to difficulties in decision making for individuals with 
IDD, such as the need to evaluate the situation or to recall all of the information that 
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is necessary to make an effective decision. BST provides individuals with the skills 
they need to recognize potentially dangerous situations and to make quick and 
effortless decisions that keep themselves safe. Thus, BST can be used to teach skills 
that will help individuals with IDD navigate their environment and maintain their 
safety in an efficient and effective manner.

A small but growing body of research has evaluated the effectiveness of BST to 
teach individuals with IDD effective and safe responses to potentially dangerous 
situations. Two common targets of BST intervention research are to teach abduction 
prevention and abuse prevention skills to individuals with IDD.  More recently, 
research has expanded to teaching decision making related to other safety skills.

 Abduction Prevention

In 2019, over 32,000 individuals with disabilities were reported missing (FBI, 
2020). Prevention education provides strategies for how to identify and respond to 
dangerous high-risk situations, such as potential abduction. Identifying if the situa-
tion is dangerous, if it is safe to comply with the requests given by the potential 
abductor, and how they can terminate the interaction safely are just a few examples 
of decisions that are necessary. Although several curricula have been developed to 
teach abduction prevention to school-aged children, including Protect Yourself 
Rules, Second Step, Michigan Model, and KidSmartz (Moore & Bongiovanni, 
n.d.), only KidSmart includes a section specific to students in special education. As 
individuals with IDD are more vulnerable to being abducted (FBI, 2020), even into 
adulthood, education is needed for these individuals as well. In an effort to reduce 
risk or occurrences of abduction, then, BST has been used to teach individuals with 
IDD how to recognize and appropriately respond to lures from strangers.

Using BST and in situ simulations with adults, Haseltine and Miltenberger 
(1990) delivered a self-protection skills curriculum to teach eight adults with IDD 
how to identify and safely respond to abduction and sexual abuse situations. Seven 
of the eight participants learned the skills and maintained them at a 6-month follow-
 up. In another example, Fisher et al. (2013) taught five adults with IDD to respond 
appropriately to lures from strangers using BST and in situ training. In response to 
a lure, participants were taught to (a) say “no” within 3 seconds, (b) move away 
within 3 seconds of the refusal, and (c) to report the event to a trusted adult. The 
participants were able to perform these responses during classroom and in situ train-
ing, but variability was seen during in situ assessments. Despite the variation, all 
participants’ performance increased from baseline during weekly maintenance 
probes and at follow-up assessments for up to 3 months after training, and no par-
ticipant agreed to leave with the stranger following BST.

Finally, Fisher (2014) used BST to teach adults with Williams syndrome to 
respond to lures from strangers. The 21 participants were divided into four groups, 
ranging from four to six participants per group, and received group-based BST 
across 3 days. When given potential lure situations, such as “I will buy you ice 

21 Behavioral Approaches to Teaching Decision Making to Individuals...



508

cream if you come with me,” “can you help me carry this to my car?”, and “will you 
go on a walk with me?”, participants were taught to (1) say “no,” (2) immediately 
walk at least five steps away, and (3) tell a trusted adult about the stranger. The par-
ticipants with Williams syndrome rapidly acquired the safety skills during role-play 
and use of the safety skills increased after BST, although not consistently across 
participants.

The results of these studies highlight that adults with IDD can be taught impor-
tant high-risk decision-making skills in response to stranger lures. These skills 
increase the ability of these individuals to remain safe when out in the community. 
Having the ability to identify and terminate potential lure attempts increases the 
individual’s independence and ability to safely navigate in community settings.

 Sexual Abuse Prevention

BST has also been used to teach sexual abuse prevention to individuals with 
IDD. Perpetrators of sexual abuse may view individuals with IDD as easy targets, 
believing that they can be easily manipulated or unable to testify in court (Shapiro, 
2018). Because of this increased risk, sexual abuse prevention training for individu-
als with IDD is essential. As sexual abuse can also occur in private, sexual abuse 
prevention education and training is used to teach individuals with IDD how to 
independently identify potential sexual abuse situations.

Sexual abuse can be prevalent within group homes; some estimates indicate that 
as many as 41% of individuals with IDD living in group homes experience sexual 
abuse (Baladerian et al., 2013). Several researchers have addressed this concern by 
using BST to teach adults with IDD to recognize and respond to potential abuse 
situations. Bollman et  al. (2009) used BST and in situ assessment to teach two 
women with IDD how to report inappropriate staff-to-resident interactions. The 
reporting behavior included making a refusal or self-advocacy response, walking 
away, and reporting the interaction. For example, the individual was taught to tell 
the person to stop, leave the situation, and tell a different staff member that the 
direct care staff member touched them inappropriately. In their study, both partici-
pants learned the safety response, maintained this behavior at 2- and 4-week follow- 
ups, and generalized the behavior to novel situations within a group home setting.

In another example, Miltenberger et al. (1999) used BST and in situ training and 
assessment to teach sexual abuse prevention skills to five women with IDD. The 
skills included (a) not agreeing to engage in or begin to comply with the requested 
behavior, (b) saying “no” or verbally refusing, (c) leaving the situation or telling 
staff to leave, and (d) reporting the incident to a different staff person. In three con-
secutive role-play assessments, participants met performance criteria (i.e., 4 out of 
4 correct responses), while verbal report scores were more variable during training, 
ranging from two to four correct responses. For in situ assessment, post-training 
scores ranged from zero to four correct responses. After four to eight sessions of in 
situ training, all participants met criterion on in situ assessments, excluding one who 
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moved away from their residence during in situ training. The results of this study 
demonstrate the effectiveness of in situ training to increase individual performance 
to the desired level, particularly when performance does not initially generalize to 
the applied setting.

Finally, Egemo-Helm et al. (2007) taught sexual abuse prevention skills to five 
women with IDD using only in situ training within a community setting. Similar to 
the procedures used by Miltenberger et al. (1999), participants were taught to (a) not 
agree to engage in or begin to comply with the requested behavior, (b) state “no” or 
verbally refuse, (c) leave the situation or tell staff to leave, and (d) report the inci-
dent to a staff person. Skills were assessed with self-report, role-play, and in situ 
assessments. Training occurred simultaneously in their residence and in situ. For 
training within their residence, all five participants performed at criteria within three 
sessions. For in situ training, two participants met criteria with five BST sessions, 
one participant met criteria within seven sessions, one participant required 12 ses-
sions, and the last participant dropped out of the study after scoring three out of four 
consistently during assessments. Additionally, while in situ training was being con-
ducted, performance in the residential training setting continued to be maintained at 
criterion across all participants, including the participant who left the study.

As these studies illustrate, BST can be highly effective in teaching individuals 
with IDD the skills required to prevent sexual abuse in their individual environ-
ments, such as group home settings. There are limitations to BST, however, as the 
findings from the previous research demonstrate that not all participants were able 
to acquire the skills through BST and required other interventions or adaptations to 
training. Nevertheless, sexual abuse prevention remains an important area of focus 
given that individuals with IDD may be unable to identify such situations without 
prior training and a majority of abusers are already known by the individual (Murray 
et al., 2014) perhaps making it more difficult to identify sexual abuse.

 Safety Skills

Along with abduction and sexual abuse prevention, BST can also be an effective 
approach to teach other safety skills to individuals with IDD, such as bullying vic-
timization prevention. Bullying victimization is quite prevalent in the IDD popula-
tion, with recent numbers indicating that as many as 40% of individuals with IDD 
experienced bullying (Pfeffer, 2016). Those with ID can be at even greater risk of 
experiencing bullying victimization with 56.7% reporting bullying victimization 
compared to 10.6% of those without disabilities (Sterzing et al., 2012).

Given the prevalence of bullying victimization within the IDD population, 
researchers have used BST to teach individuals with IDD certain safety skills that 
may prevent such outcomes. For instance, Stannis et al. (2019) used BST and in situ 
training to teach a response to bullying to four adults with IDD experiencing bully-
ing victimization. The participants were taught to (a) refrain from retaliating against 
the bully by avoiding physical contact or vocal statements; (b) state a short 
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comment of disapproval, such as “I don’t like that”; (c) walk away from the bully; 
and (d) tell a staff member about the interaction. BST alone was successful in teach-
ing the response to two participants, BST plus in situ training was effective for one 
participant, and BST with in situ training plus an incentive was effective for the final 
participant.

The response to bullying was recently extended to work settings by Peterson 
(2020), who replicated the procedures to teach four young adults with IDD to rec-
ognize and respond to coworker victimization. Using BST and in situ training fol-
lowing assessment, three of the four participants were able to display the four-step 
safety response during the researcher and confederate in situ assessments.

As the research demonstrates, BST can be incredibly effective at improving the 
decision making skills of individuals with IDD, especially for dangerous or high- 
risk situations like potential abduction, sexual abuse, and bullying victimization. 
More specifically, BST can teach individuals with IDD how to identify such con-
texts and the specific steps required to successfully make a decision that will result 
in a positive and safe outcome. The use of specific safety skills is crucial, particu-
larly in high-risk situations that require a quick and efficient response. And, perhaps 
most importantly, the research demonstrates that BST has the potential to teach 
individuals with IDD how to successfully make decisions in high-risk situations 
independently, which is critical given that dangerous high-risk situations may likely 
occur without the presence of others.

 Considerations for BST

For individuals with IDD, the ability and opportunity to make decisions within a 
wide variety of situations is crucial for living an independent and self-determined 
life. Given that individuals with IDD may be socially vulnerable and therefore at 
heightened risk for social victimization, the development of decision-making inter-
ventions that focus on such contexts is crucial. BST may be an effective intervention 
approach for building decision-making skills for high-risk situations as it teaches 
individuals to recognize specific potentially dangerous situations and to make 
appropriate and safe decisions quickly and effectively.

Despite the small body of research supporting the effectiveness of BST for teach-
ing responding to potentially dangerous situations, there are still limitations to these 
procedures that will need to be further addressed in future research. First, because 
BST procedures teach the individual a discrete “all or nothing response,” it could be 
argued that the individual is not making a decision at all. Rather, it may seem that 
the individual is being taught a rule to always “say no” to situations that could 
impose danger. Such training could appear to directly contradict the principles of 
self-determination. However, we argue that the decision point in BST is when the 
individual must decide to use or not use the acquired safety response in a risky situ-
ation. Like other decisions in life, the individual’s decision to use or not use the 
learned safety response may result in an ideal outcome or an unintended negative 
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consequence. The latter, while not ideal, is considered a critical factor in not only 
developing autonomous decision making but self-determination throughout the 
lifespan (Sheppard & Unsworth, 2011; Wehmeyer, 2003).

Indeed, individuals with IDD have the right to take risks and make mistakes 
(Bannerman et al., 1990; Nirje, 1976) in order to live a self-determined life. At the 
same time, if individuals with IDD are not given the skills necessary to appropri-
ately weigh and understand the risks that are involved in making a high-risk deci-
sion, then we have not adequately prepared them for independence. As Bannerman 
et al. (1990) argued nearly three decades ago, “all people have the right to eat too 
many doughnuts and take a nap. But along with rights come responsibilities. 
Teaching clients how to exercise their freedoms responsibly should be an integral 
part of the habilitation process. While learning, clients should be encouraged to 
make as many choices as their abilities allow, as long as these choices are not detri-
mental to the client or to others” (pp. 86).

To reconcile the need to ensure safety but to provide opportunities for risk and 
independence, we argue that BST is a first step in teaching and preparing individu-
als with IDD for a life of independence and self-determination. Additionally, BST 
may also address other barriers to autonomous decision making and self- 
determination for individuals with IDD. Previous research has found that one of the 
largest barriers to independence is related to parental concern for the individual’s 
safety. For example, Griffin et al. (2010) found that in a survey of 108 parents of 
individuals with IDD, their biggest concern regarding sending their child to a post- 
secondary education program was related to the individual’s safety. When parents 
are concerned about safety, they are more likely to supervise their child’s actions 
and less likely to provide the individual with opportunities for independence (Fisher 
et al., 2012) including chances for autonomous decision making.

On the other hand, previous research also highlights that when individuals are 
afforded opportunities for autonomous decision making, the results are not always 
favorable. Fisher et  al. (2012) reported that individuals with IDD who were 
afforded less parental supervision  – despite their ability to identify risky situa-
tions – were just as socially vulnerable and likely to experience victimization as 
those who were less aware of risks. The authors concluded that these findings are 
consistent with evidence that although individuals with IDD may be able to say 
what they are expected to do in a risky situation, they are not always able to per-
form the correct behavior in a real situation (Fisher et al., 2012; Fisher et al., 2014; 
Mechling, 2008).

Thus, to ease parental concerns about the individual with IDD’s safety and to 
provide more opportunities for safe and independent decision making (including 
abduction or sexual abuse prevention), BST may be an important first step. Providing 
individuals with a safety response and observing and reinforcing their decision to 
use that response in situ may go a long way in easing parental concerns and provid-
ing individuals with the safety skills they need to independently navigate their com-
munities and various social situations. Not only does BST teach the individual the 
safety skill, but training also continues until the individual is able to independently 
display the skill in community settings. As such, parents can be assured that the 
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individual cannot only say but can do what they should do in high-risk situations. 
Doing so can assist individuals with IDD to live a self-determined life in which they 
are encouraged to make their own life decisions.

 Directions for Future Research

Whereas research has shown that BST can be effective to teach safety responding in 
certain high-risk situations, additional research is needed to evaluate ways to teach 
or expand other decision-making abilities. Thus far, we have discussed the use of 
BST to teach individuals with IDD to make appropriate decisions in dangerous 
high-risk situations such as potential abduction, sexual abuse, and bullying victim-
ization. However, compared to the general population, individuals with IDD are 
also at more risk for financial victimization or exploitation, particularly adults 
 presenting with more severe ID (Cummings et  al., 2006; Horner-Johnson & 
Drum, 2006).

In fact, in their study of 122 adults with severe intellectual and social limitations, 
Claycomb et al. (2013) observed that 70% of their participants had experienced at 
least one type of financial victimization within the past month, with 35% of partici-
pants reporting complete loss of their financial funds. Earlier research also suggests 
that female adults with ID who use personal assistance services may be vulnerable 
to financial victimization, such as personal assistants stealing their money, forging 
checks or misusing credit, and even pressuring them for money (Powers et  al., 
2002). Given these extreme risks for financial victimization, further research is war-
ranted to evaluate the effectiveness of BST for teaching individuals with IDD suc-
cessful decision-making skills when faced with potential financial victimization.

Another important consideration for future research is an exploration of for 
whom BST is most successful. In the research described above, not all participants 
were able to acquire the safety response, even when in situ training was introduced. 
It would be important to closely examine the characteristics of participants for 
whom BST is most and least successful. Once these characteristics are identified, 
research can then be conducted to determine whether the procedures of BST can be 
adapted to meet the needs of these certain individuals. For example, it is possible 
that the procedures for BST may need to be adapted to meet the unique needs or 
considerations of individuals with moderate to severe ID or those who do not com-
municate verbally. Due to its step-by-step procedure, BST may be able to readily 
address such considerations to ensure effective teaching of safety responses to indi-
viduals with IDD.

Given that individuals with IDD may be more vulnerable to a wide range of vic-
timization scenarios, additional research is warranted to further explore the use of 
BST to teach safety responses to individuals with IDD with varying degrees of 
severity (i.e., mild to severe symptomatology) for different types of victimization. 
Doing so will inform future practice of the effectiveness and limitations of BST in 
teaching decision-making skills to individuals with IDD in a variety of contexts.
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 Directions for Future Practice

While the research literature supports the use of BST to teach effective decision-
making skills to individuals with IDD, the use of BST in practice remains unclear. 
That is, not much is known about the application of BST by various professions in 
different fields.

While this chapter has focused on published research, the procedures used for 
BST easily translate into practice. The methods used to create instruction are 
designed in such a way that the creation and implementation of a training program 
is straightforward and quick. As BST is grounded in Applied Behavior Analysis 
(ABA), a core principle of ABA is that the methods used are technological (Baer 
et al., 1968). For a practice to be considered technological, its procedures are able 
to be replicated by providing sufficient guidance for another person to reproduce the 
work. The methods provided in the report can be seen as an instruction guide for 
practitioners to adopt. Alongside with a technological component, the principles 
also emphasize that a practice be applied (Baer et al., 1968). That is, the behaviors 
and skills of interest are of social significance and have real-world applications. For 
example, in this chapter we provided multiple examples of BST being used to teach 
individuals how to identify and remove themselves from dangerous situations (i.e., 
abduction, abuse, social victimization). Given the feasibility of implementing BST, 
it has promising potential to be readily incorporated into practice across different 
professional fields.

Overall, to teach efficient and effective decision-making skills to individuals 
with IDD, it is crucial to use methods and approaches that are not only promising 
but are grounded in the research literature. BST has the potential to assist individu-
als with IDD in high-risk decision-making situations by breaking the decision- 
making process into more manageable steps. More importantly, such strategies can 
help highlight important factors associated with the decision-making process to 
individuals with IDD, raising self-awareness of how cognitive processes and behav-
ior can combine to influence the decisions we make in our everyday lives.
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Chapter 22
Strategy-Based Interventions for Effective 
Interpersonal Decision Making

Ishita Khemka and Linda Hickson

 Introduction

The human and legal rights of individuals with intellectual and developmental dis-
abilities (IDD) to have agency over their own lives are well established. Widespread 
support for these rights has been achieved through strengths-based initiatives like 
the positive psychology and self-determination movements and the passage of the 
United Nations Convention on the Rights of Persons with Disabilities (CRPD) 
(Werner, 2012). However, in spite of these expanded rights, the quality of life of 
individuals with IDD is too often compromised by heightened rates of abuse and 
victimization which far exceed the rates in the general population (e.g., Horner- 
Johnson & Drum, 2006; Hughes et al., 2020).

It is clear that limited decision-making skills play a pivotal role in the vulnerabil-
ity of individuals with IDD to maltreatment (see Hickson & Khemka in this  volume). 
Because we believe that effective decision making is a necessary component for 
fostering independent and safe navigation of interpersonal relationships by indi-
viduals with IDD, we have focused our efforts on the development of targeted 
decision-making- based interventions. In keeping with this goal, our interventions 
are designed to draw upon increased understanding of the decision-making pro-
cesses needed to bolster the decision-making competence of individuals with IDD.

In the interest of providing individuals with IDD with repertoires of effective 
independent, self-protective decision-making skills, we have conducted a series of 
intervention studies. With an initial focus on adults with IDD, primarily intellectual 
disabilities (ID), we have extended our decision-making training efforts to 
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adolescents with IDD, including ID and autism spectrum disorders (ASD), develop-
ing a line of intervention research aimed at understanding and strengthening their 
decision processing. These intervention efforts have focused on designing and eval-
uating curriculum materials to enhance the ability of individuals with IDD to protect 
themselves from abuse and peer victimization, using a systematic decision-making 
strategy approach.

 Interdependent Processes in Decision-Making Training

Earlier efforts to improve decision-making skills were centered on addressing the 
cognitive deficits that were implicated as the primary source of decision-making 
difficulty for individuals with ID (see Hickson & Khemka, 1999). Clearly, decision 
making is associated with many cognitive processing requirements (e.g., compre-
hension, working memory, consequential reasoning, inhibitory control) that are 
needed to generate alternative solutions and evaluate consequences to support effec-
tive deliberative decision making. Limitations in these areas of cognitive function-
ing have long been documented (e.g., Healey & Masterpasqua, 1992; Jenkinson & 
Nelms, 1994; Short & Evans, 1990; Smith, 1986), and training targeting the cogni-
tive components of decision making has focused on improving the application of a 
stepwise model of decision making involving framing a problem, generating alter-
natives, evaluating consequences, and choosing a course of action (see Hickson & 
Khemka, 1999 for a review of these studies). However, the cognitive focus of the 
early training efforts began to change with growing evidence that decision making 
does not always proceed in a planful, stepwise manner and that decision making 
also involves motivational and emotional factors. This has led to a more comprehen-
sive understanding of decision-making processing, with an emphasis on noncogni-
tive factors interacting with cognitive influences.

 Decision-Making Curriculum Development and Evaluation: 
Focus on Adults with IDD

Khemka (2000) made an important shift in examining both cognitive and noncogni-
tive factors, as integral elements of the decision-making process, in a training study 
aimed at improving decision-making skills in the context of simulated interpersonal 
situations involving a threat of abuse. Khemka (2000) targeted both cognitive and 
motivational components of decision making in an intervention designed to improve 
self-protective decision-making skills of adult women with ID. Khemka randomly 
assigned 36 women with ID to three treatment conditions: cognition- and motivation- 
based decision-making training, cognition-based decision-making training, and a 
no-treatment control that  received only the agency’s usual abuse prevention pro-
gram. Although both training approaches were effective relative to the control 
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condition, the combined cognitive and motivational training approach was superior 
to the cognitive-only training approach. Participants in the enhanced cognitive and 
motivation group gave significantly more independent prevention-focused decision 
responses when asked what a protagonist should do on a decision-making posttest 
that presented video vignettes of simulated interpersonal situations of abuse. The 
increased positive effect of the combined training approach was also reflected on 
a  verbally presented generalization task requiring participants to respond to a 
decision- making situation involving abuse from their own perspective and on a 
locus of control scale that measured their perceptions of control. In sum, the study 
provided strong support for focusing on both cognitive and motivational aspects in 
decision making during training, particularly in response to decision situations 
where establishing goal clarity and personal agency may be especially important to 
determining the decision outcome, such as handling decisions in abusive situations.

 ESCAPE (Effective Strategy-Based Curriculum for Abuse 
Prevention and Empowerment)

Based on the efficacy findings of Khemka’s (2000) intervention study, the initial 
version of the ESCAPE curriculum (Khemka & Hickson, 2002) was developed to 
offer a systematic, structured approach for abuse prevention utilizing decision- 
making skills instruction as its core emphasis. The decision-making scripts used in 
Khemka (2000) were expanded and developed into a structured 12-session curricu-
lum designed to provide explicit instruction and practice in using a stepwise strat-
egy for decision making in situations of abuse and to reinforce motivational 
processes, involving goals clarification and self-empowerment beliefs.

Khemka et al. (2005) conducted a randomized controlled trial to test the efficacy 
of the ESCAPE curriculum for teaching self-protective decision-making skills to 
women with ID. Results of that study indicated that women with ID who received 
the ESCAPE curriculum performed significantly better than women in a randomly 
assigned wait-list control group on measures tapping knowledge of abuse concepts, 
empowerment, and decision making. However, despite the significant superiority of 
the intervention group, it was noted that there was variability in the extent to which 
the women had benefited from their exposure to the ESCAPE curriculum.

 ESCAPE-DD (Effective Strategy-Based Curriculum for Abuse 
Prevention and Empowerment – Developmental Disabilities)

We broadened the scope of this line of research by developing ESCAPE-DD 
(Khemka & Hickson, 2008), a version of the original ESCAPE curriculum that was 
modified to be appropriate for both men and women. The inclusion of men with 

22 Strategy-Based Interventions for Effective Interpersonal Decision Making



522

IDD was significant, as despite accumulating evidence of their vulnerability (e.g., 
Doughty & Kane, 2010), men with IDD had been largely excluded from research in 
this area. The curriculum was updated to increase the ecological validity of the 
decision-making scenarios of sexual, physical, and verbal (psychological) abuse 
used for instruction and assessment by basing the scenarios on actual incidents 
drawn from agency records.

The ESCAPE-DD curriculum included 12 small-group instructional lessons that 
presented a multifaceted view of decision making by clearly articulating the cogni-
tive, motivational, and emotional processes needed for effective decision making in 
situations of abuse. The five lessons in Unit 1 were modeled on ESCAPE, but with 
training scenarios and examples that were appropriate for both women and men. 
The cognitive components of decision making were designed to instill a broad- 
based understanding of healthy and abusive interpersonal situations which enabled 
the necessary problem awareness for decision making. Identification of a situation 
as abusive indicated the need to apply the stepwise decision-making strategy, 
whereas identification of a situation as healthy allowed for a more spontaneous, 
intuitive decision-making approach. The motivational components included the pri-
oritization of self-protective goals associated with personal safety and empowered 
personal agency beliefs. Specifically, three goals (be independent, be safe now, and 
be safe later) were identified as a basis for the evaluation of options and conse-
quences of possible actions. The goal of being safe now prompted consideration of 
options that involved immediate independent action to stop or prevent the abuse, 
while the safe later goal prompted decision choices that typically involved reporting 
the abuse to someone in authority, who could help ensure their long-term safety. 
Finally, the emotional components of the decision-making curriculum involved rec-
ognizing feelings likely to occur in healthy vs. abusive situations and regulating 
emotions to enable effective decision making. Unit 2 of the curriculum, comprised 
of a set of seven lessons, focuses on acquisition and application of a stepwise, delib-
erative, decision-making strategy for situations of abuse, including four specific 
steps that integrate the learning from Unit 1: (1) identifying a problem situation, (2) 
generating alternatives, (3) considering possible consequences of each alternative, 
and (4) choosing a course of action (see Petitpierre and Tabin in this volume for a 
discussion of the implementation of a French translation of ESCAPE-DD in 
Switzerland).

Hickson et al. (2015) conducted a study to test the effectiveness of ESCAPE-DD, 
at multiple sites of an adult day agency in New York City where the decision- making 
curriculum was delivered in small groups of three to five participants. In a random-
ized controlled trial, 58 women and men with IDD were randomly assigned to an 
intervention group (n = 30) or a to a wait-list control group (n = 28) with a mean 
chronological age of 38.81 years (SD = 13.85) and mean IQ of 56.78 (SD = 9.01) 
for the entire sample. The findings of this study indicated that women and men with 
IDD who received the ESCAPE-DD curriculum recommended overall effective 
decision-making responses (for how best a key protagonist should handle a hypo-
thetical scenario of physical, sexual, and verbal abuse, over a set of 12 scenarios) 
84% of the time on the posttest, whereas participants in the control group 

I. Khemka and L. Hickson



523

recommended effective strategies only 63% of the time. In addition, participants in 
the intervention group scored significantly higher on a subset of effective decision 
responses that indicated taking immediate action to be safe now (35% of the time) 
compared with the control group (15% of the time).

Although significant differences were seen on the decision-making scores at post-
test between the intervention and control group, the groups did not differ on problem 
awareness, their ability to recognize an abuse situation as a problem situation requir-
ing a self-protective decision. Further, significant correlations were found between 
pretest problem awareness scores and posttest decision-making scores (both overall 
effective and safe-now decision-making responses) in the intervention group and 
between pretest problem awareness scores and posttest overall effective decision-
making scores in the control group. These findings suggested that problem awareness, 
paralleling the first step in the four-step decision-making strategy and determining 
whether the stepwise strategy was warranted, was an important cognitive appraisal 
step in effectively setting up the remainder of the decision-making process and in 
determining the final decision outcome. Although, problem awareness is largely 
shaped by cognitive input (e.g., comprehension or knowledge about the type of situa-
tion, in this case abuse), it might also be linked to noncognitive factors, such as moti-
vation or emotion, underlying the initial identification of the decision problem. This 
finding presented the need to teach the emotional components of decision making at 
the initial step of the decision-making strategy, especially when decisions are to be 
made in highly emotional or pressured situation. This issue was addressed in the most 
recent revision of the curriculum called ESCAPE-NOW.

 ESCAPE-NOW (Effective Strategy-Based Curriculum for Abuse 
Prevention and Empowerment – NOW)

The most recently updated version of the ESCAPE curriculum, ESCAPE-NOW, 
draws upon the wealth of research on decision making. Accordingly, it has an added 
focus on the emotional components underlying decision making, incorporating the 
effect of emotions on the mental processes, starting with problem identification, and 
leading up to selecting a decision action. The function of emotions in decision mak-
ing is emphasized to highlight the different ways in which emotions can interact 
with cognitive and motivational processes during the course of decision processing. 
Some of the ways in which the role of emotions in decision making is made evident 
in the curriculum include providing information about feelings associated with abu-
sive versus healthy situations as well as option generation, enabling (or hindering) 
rapid choices under conditions of time pressure or uncertainty, determining the 
focus of attention on relevant aspects of a decision problem, and generating the 
commitment (or avoidance) needed to reach a decision solution.

ESCAPE-NOW was developed and field-tested with the help of a Project 
Advisory Board that included individuals with IDD, parents, and IDD support 
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professionals. Staff and participants with IDD at the field-test sites conducted 
ESCAPE- NOW sessions and provided ongoing feedback and trainer logs, which 
were the basis for the final modifications of the curriculum. New features in 
ESCAPE-NOW include the following:

• A wider range of updated and ecologically validated sexual, physical, and verbal 
abuse vignette situations that include cyber abuse, financial abuse, disability- 
specific abuse, as well as healthy interpersonal interactions

• Individual participant binders with activities and lesson-by-lesson assessments, 
which participants can keep for future reference

• An updated, user-friendly decision-making chart with a streamlined four-step 
strategy for decision making in abuse situations (see Fig. 22.1 for an image of the 
ESCAPE-NOW decision-making chart)

• Technology-based options, including as follows:

 – A video version of the Vignette Booklet consisting of lesson-by-lesson video 
files with audio narration

 – A PowerPoint™ version of the Vignette Booklet consisting of a lesson-by- 
lesson presentation of the visual vignette illustrations accompanied by the 
written text

 – An alternative format option consisting of SMARTBoard™ applications for 
Activity Sheet Activities

Fig. 22.1 Decision-making chart (Khemka & Hickson, 2015)
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ESCAPE-NOW is available electronically free of charge and includes an instructor/
staff training module which provides an overview of the curriculum components 
and general tips for trainers, including a video demonstration of how to teach the 
four-step decision making strategy.

 Decision-Making Training Support Groups

A primary goal of our decision-making curricula for adults with IDD has been to 
provide explicit instruction in the use of a systematic decision-making strategy, 
along with a targeted focus on key motivational and emotional factors, as a way of 
increasing capability for effective decision making. This structured instruction pro-
vides a basis for developing a strong foundation for utilizing effective decision-
making skills in response to interpersonal decision-making situations. However, we 
regard this phase of explicit knowledge and skill building provided in these curri-
cula as a starting point to the vital preparation for generalizing the use of a learned 
decision-making strategy to individualized contexts, informed by various other 
 factors such as personal and environmental influences, and most importantly past 
decision- making experiences. We therefore intentionally offer guidance and proce-
dures for forming support groups and allocate structured and supervised time and 
activities (e.g., six support group sessions following the 12 instructional lessons) to 
allow participants to share and reflect on their individual life experiences and dis-
cuss potential applications of their acquired repertoire of decision-making skills in 
novel, personal situations. The support groups offer a meaningful and normalized 
space allowing training group members to share and support each other to promote 
healthy interpersonal relationships in their lives and to bolster feelings of empower-
ment to make self-protective decisions. Rehearsing ways to act upon different deci-
sion choice options through role-playing in these group sessions also provides an 
opportunity for participants to explore different pathways to decision making and to 
gradually develop expertise in managing affective cues and practicing their delib-
erative skills during decision making. The interactive shared processes in these 
group experiences can also provide opportunities for participants to receive perti-
nent feedback from others on the potential impact of their decisions. Although mea-
suring decision-making outcomes in real-life encounters, especially in situations of 
abuse or threat of coercion, has been hard to achieve, we believe that successful 
participation in both the structured instructional phase and the support group ses-
sions afterward can substantially prepare individuals with IDD to face real-life situ-
ations and to apply effective decision-making skills to the maximum extent possible. 
It is our hope that trained participants with IDD will go on to find ways to continue 
and form their own support groups in their local communities and that they will 
become their own powerful voice in making sense of their individual and collective 
experiences and effecting change in their own lives through their self- directed deci-
sion making.
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 Decision-Making Curriculum Development and Evaluation: 
Focus on Adolescents with IDD

Building upon the findings of our intervention studies with adults with IDD, we 
expanded our decision-making research and curriculum development efforts to 
include adolescents with IDD. Given that adolescence, developmentally, is a chal-
lenging time when youth may engage in risk-taking behaviors and/or acquiesce to 
negative peer influences (Gardner & Steinberg, 2005), the need for timely interven-
tion and supports is urgent, particularly for adolescents with IDD who show height-
ened vulnerability to peer victimization and bullying (see Chapter 18 by Hickson & 
Khemka in this volume). Other than the general risk-taking behaviors and the peer 
victimization witnessed during this period, adolescents with IDD often have diffi-
culty in sustaining positive peer relationships. These difficulties might also be asso-
ciated with limited ability to articulate one’s personal goals (especially when goals 
are in conflict with peer- induced or other social goals), to generate and evaluate 
alternative courses of action, and to act in their own best interest when handling a 
peer situation. Based on data from adolescent risk-taking studies, researchers have 
recommended targeting decision-making training as a promising approach for 
addressing the vulnerabilities of these adolescents (e.g., Bexkens et  al., 2016; 
Wagemaker et al., 2020).

 PEER-DM: Peers Engaged in Effective  Relationships – 
Decision Making

PEER-DM, a decision-making-based program (Khemka & Hickson, 2013), was 
developed to teach decision-making skills to adolescents with IDD so that they 
could be more independent and safe in navigating interactions with peers. The cur-
riculum was designed to teach concepts of positive (when your peers encourage and 
support you to do things that are right for you and that you want to do) and negative 
peer pressure (when peers push or bully you to do things that get you into trouble or 
hurt you) along with a four-step strategy for making effective decisions. PEER-DM 
incorporates the cognitive, motivational, and emotional components of decision 
making (see Hickson & Khemka, 2014; Khemka & Hickson, 2017). At the core of 
the curriculum is a four-step decision-making strategy, taught using instructional 
strategies that include modeling and fading, guided practice with interactive games 
and activities, and repeated opportunities to apply the strategies in a broad range of 
negative peer pressure situations. The six-weekly-session curriculum is delivered in 
small groups of three to four participants. The curriculum was designed to provide 
numerous opportunities to distinguish between a wide range of situations involving 
positive (no problem) and negative peer pressure (problem) and to apply the four- 
step strategy in the face of negative peer pressure.
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An evaluation of PEER-DM was conducted using a randomized controlled 
design in which adolescents with IDD were randomly assigned either to a group 
who received PEER-DM (n = 22) or to a wait-list control group (n = 20; Khemka 
et al., 2016). Participants who had received PEER-DM produced significantly more 
effective decision-making responses and correct risk-perception scores on posttests 
relative to participants in the control group. The findings in the larger sample held 
up for a subgroup of participants with ASD.

Although PEER-DM provided clear empirical support in favor of decision- 
making training to increase understanding and handling of peer relationships, the 
curriculum’s applicability in a school setting as part of a social skills class was lim-
ited as it had been designed for small groups. To develop a version that could be 
readily used in a larger classroom setting, PEER-DM was modified for classroom use.

 PEER-DM-C: Peers Engaged in Effective Relationships – 
Decision Making: Classroom

PEER-DM-C is a modified version of the PEER-DM curriculum described in the 
Khemka et al. (2016) study, adapted for whole-class instruction and peer-supported 
learning. The decision-making scenarios covered in the curriculum were expanded 
from the original PEER-DM curriculum to allow for explicit instruction with situa-
tions involving a potential threat of cyberbullying, which adolescents with IDD are 
known to increasingly encounter (e.g., Kowalski & Toth, 2018). The first four les-
sons of the six-lesson curriculum focus on building knowledge of peer relationships 
and distinguishing concepts of negative peer pressure and positive peer pressure. 
The motivational/emotional aspects of decision making are enhanced with a focused 
discussion on goal prioritization, especially when competing goals are present (e.g., 
pleasing a friend vs. staying out of trouble), and an emphasis on effective ways of 
coping with decisional stress in peer pressure situations.

The remaining two lessons provide guided support for individualized and gener-
alized use of strategies for making effective decisions across a range of hypothetical 
situations involving positive and negative peer pressure in school, vocational, or 
community settings, thereby providing situations that are as authentic as possible 
for practicing the application of the learned decision-making strategy and related 
skills. The decision-making strategy at the core of PEER-DM-C is essentially the 
same as the decision-making strategy in our adult curricula, but it is tailored to 
address adolescent peer pressure situations. The four steps exemplified are as fol-
lows: (1) identifying a situation as a problem (i.e., as a situation involving negative 
peer pressure), (2) generating alternatives (i.e., coming up with possible options for 
how to handle the situation), (3) considering possible consequences of each alterna-
tive and evaluating them in relation to previously established base goals (e.g., health 
and safety and not getting into trouble), and (4) choosing a course of action (i.e., 
selecting an independent and empowered option for the final decision; “Is the 
decision- maker acting on his/her own?”) (Hickson & Khemka, 2013; Khemka et al., 

22 Strategy-Based Interventions for Effective Interpersonal Decision Making



528

2016). Implemented as a whole-class lesson, follow-up activities and review were 
done in small groups with peer participation and feedback.

A pilot study was conducted to evaluate the impact of PEER-DM-C with a small 
group of 20 students with IDD between the ages of 16 and 19 years from a private, 
self-contained, specialized high school in New York City (Khemka et al., submit-
ted). A quasi-experimental group design was used in this study to evaluate the 
effects of the decision-making strategy-based curriculum. Two intact classes of ado-
lescents and young adults with IDD were randomly assigned to an intervention 
group who received PEER-DM-C or a comparison group who did not receive the 
curriculum. The students in the intervention group received the curriculum, deliv-
ered by whole-group instruction, during their group counseling period of 45 min-
utes once a week for a total 6 weeks.

The posttest performance of students in the intervention group was significantly 
superior to that of those in the comparison group on measures of decision making, 
awareness of peer influence, and knowledge about peer relationships. Group differ-
ences in effective decision-making skills were measured in response to hypothetical 
scenarios, including both positive and negative forms of peer pressure. This study 
provides preliminary support for incorporating PEER-DM-C into a social skills cur-
riculum for adolescents with IDD. Due to lack of random assignment and the small 
group of participants involved, further research and replication will be needed to 
establish the efficacy of the whole-group decision-making curriculum.

 Considerations in Decision-Making Training

Consistent with the Pathways Model of Decision Processing (described by Khemka 
in Chapters 6 and 11 of this volume), each of our decision-making interventions has 
been intentionally designed to address the three basic processes of cognition (e.g., 
What is the problem? Is it a healthy or abusive situation?), motivation (e.g., What 
are my goals? I believe that I can stop the abuse.), and emotion (e.g., What are my 
feelings in a healthy situation? What are my feelings in an abusive situation?) that 
we believe to underlie effective decision making. Figure 22.2 illustrates the overlap-
ping domains and the interplay of these three key processes that are featured in the 
Pathways Model. The figure also shows that interaction with the neurodevelopmen-
tal/personal characteristics of the decision-maker can impact decision outcomes 
which are further regulated by inputs that are specific to situational/environmental 
factors which influence how the stepwise decision-making strategy in our interven-
tions can operate to determine decision outcomes. The situational and environmen-
tal influences are defined by the nature of the specific decision task (e.g., a positive 
vs. negative peer pressure situation) and other contextual variables, such as the pres-
ence of peers, urgency of the decision, cultural norms for decision rules, etc.

After completing one of our decision-making curricula (e.g., ESCAPE-NOW or 
PEER-DM-C), individuals with IDD should be prepared to draw upon the four deci-
sion processing pathways described in the Pathways Model (see Chapter 6 by 
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Fig. 22.2 The interplay of the three basic processes of cognition, motivation, and emotion in 
interpersonal decision making

Khemka in  this volume) to pursue a decision action that is consistent with their 
personal safety goals. The four decision pathways, summarized in Table  22.1, 
include (1) an intuitive pathway (Pathway 1) that can be used with little effort in 
situations that do not carry a threat of abuse or negative peer pressure, (2) a delib-
erative pathway guided by the stepwise strategy taught in the curricula to resist 
abuse or negative peer pressure (Pathway 2), and (3) an intuitive-to-deliberative 
pathway for unstable situations that require a shift from an intuitive strategy to a 
self-protective, deliberative strategy (Pathway 3) and a deliberative-to-intuitive 
strategy that can take shape over time (Pathway 4). Pathway 4 can become available 
with experience, acquired either through training or over time through practice, 
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Table 22.1 Descriptions of the four decision processing pathways based on the Pathways Model 
of Decision Processing (see Chapter 6 in this volume)

Pathway
Type of decision 
processing Description

Pathway 1 Intuitive Decision processing that relies almost entirely on intuitive 
processes that are deployed rapidly and automatically with little 
or no effort

Pathway 2 Deliberative Decision processing that relies almost entirely on deliberative 
processes involving multiple components or steps and often 
requires higher-order hypothetical thinking for the generation and 
evaluation of alternative courses of action

Pathway 3 Intuitive-to- 
deliberative

Decision processing that involves a shift from an initial intuitive 
decision process to a more deliberative process after self- 
regulatory mechanisms detect that the situation requires a more 
deliberative approach

Pathway 4 Deliberative-to- 
intuitive

Decision processing that begins with a deliberative process and 
develops over time with experience in a specific decision domain 
until it evolves into a new intuitive process whereby a decision is 
drawn from memory as a learned response

which can bind the decision-making knowledge and acquired strategy expertise into 
an intuitive-type response, based on recognition of how to handle a familiar situation.

Recently, Bruine de Bruin et al. (2020) drew attention to the roles of both fluid 
and crystallized intelligence in shaping competent decision behavior. Aspects of 
fluid intelligence (e.g., cognitive ability, executive functioning, attention) have long 
been associated with decision-making competency via their emphasis on the cogni-
tive underpinnings of decision making. According to them, newer interpretations 
point to the importance of specific motivation and emotion inputs during decision 
making, with experience playing an important role in reinforcing increased decision- 
making competency. Bruine de Bruin et al. (2020) uphold that “Individuals who 
have more experience with specific decisions may not need to deliberate as much 
about those decisions, because they have acquired crystallized intelligence and have 
already learned what to do” (p.  188). Emotions that help set the initial feeling 
response to a decision process also play an essential role in the end to interpret the 
emotions experienced as a result of a decision, thereby adding to the individual’s 
experience base to inform future preferences and decision effort.

The situational considerations involved in selecting the vignette scenarios for 
teaching the decision-making strategies in our curricula are two-fold. First, the deci-
sion making strategy is taught in the context of a specific type of situation and then 
practiced over many examples of the same type of situation. For example, in 
ESCAPE-NOW, the main situation domain is abuse, and various prototype situa-
tions reflecting abuse are used in the training. The curriculum covers a range of situ-
ations – situations of generic sexual, physical, and verbal abuse as well as situations 
involving financial abuse, internet/technology-related abuse, and disability-specific 
abuse. Within the category of sexual abuse, a range of situational variations are 
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covered – setting of the abuse (e.g., home or work place), perpetrator type (e.g., 
family member, coworker), gender of the perpetrator, individual or group perpetra-
tion, etc. In Step 1, definition of the problem and features of the situational context 
are examined to define whether there is a problem (or not) that requires a delibera-
tive decision-making process. For example, in PEER-DM, definition of the problem 
requires knowing whether the situation involves negative or positive peer pressure 
before a decision can be attempted. The demands for decision making therefore 
vary by situation and are a significant factor in the decision process.

The second situational consideration is that the scenarios presented as hypotheti-
cal decision tasks were selected for their relevance to real-world outcomes. For 
example, in selecting the situations for ESCAPE-NOW, we drew upon input from 
individuals with diverse perspectives. These included members of our Project 
Advisory Board, respondents to an online needs survey, and the views of support 
professionals in the fields of domestic violence/sexual assault and IDD (e.g., 
Hickson et al., 2013). Consistent with the Bruine de Bruin et al.’s (2020) recom-
mendation that interventions should provide people with the experience they need 
to master decision-making principles so that, with practice, the application of the 
decision-making strategy in protected settings will improve and transfer to real- 
world settings, we build in sufficient practice and maintenance probes in our train-
ing to support this growth in decision-making competency.

Interpersonal decisions by nature tend to be open-ended and have outcomes that 
are often unknown at the start of the process and get derived in the moment as the 
decision situation unfolds. They tend to be influenced by the social demands of a 
situation and, in situations of abuse or bullying, can involve the added complexities 
of a power dynamic. Therefore, these decisions are highly sensitive not only to dif-
ferences in decision-making ability and individual preferences but also to a host of 
outside influences relating to the social and cultural bases of the decision-making 
situation. In the interest of providing individuals with IDD with repertoires of effec-
tive, independent, self-protective decision-making skills, we promote and support 
the use of a well-thought-through, deliberative decision process as detailed in this 
chapter but recognize that relying on one’s intuition for decision making might be a 
reasonable and satisfactory way to reach an effective decision outcome in certain 
situations. Further, we know that a new intuitive pathway leading to a positive deci-
sion outcome can be formed when repeated use of the same strategy provides an 
experience advantage and a new pathway over time.

The decision-making strategy taught in our curricula is presented as a visual 
graphic overlay with the steps clearly marked in a stepwise sequence. The visual 
sequencing of the steps signals the process of decision making and the sequence of 
its related sub-components. The use of visuals as a tool to enable cognitive function-
ing and attention to information needed during the process of decision making has 
been supported by research. In a study by Bailey et al. (2011), use of visual aids to 
support integration of information from different sources for reaching a decision 
was found to be beneficial for individuals with ID (mean Full-Scale IQ = 59.8). 
Participants trained to use a visual aid to support decision making showed improved 
quality of decision making on a temporal discounting task and a scenario-based 
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financial decision-making task, suggesting that the visuals helped the participants to 
not only successfully weigh up information needed for reasoning the decisions but 
that they were able to provide more information to justify their decisions. The 
potential of visuals as an aid to decision-making interventions was thus clearly sup-
ported by the findings of this study.

The strategy for decision making in the ESCAPE and PEER-DM curricula is 
intended to be taught via the use of a scripted Instructor’s Manual with effective 
instructional strategies tied to an explicit model of teaching beginning with a 
sequence of teacher modeling and moving gradually to guided practice in interac-
tive small group activities, fading to semi-independent practice and increasingly to 
independent application of the strategy to new situations.

 Curricular Adaptations for Singular Groups

The increase in etiology-based understanding of specific types of IDD and their 
decision-making processing patterns has implications for how best to plan and dif-
ferentiate training by addressing etiology-specific needs (see Chapter 7 by Goscicki 
et al. in this volume). Although it can be argued that etiology-based interventions, 
specified for each disability type, may have a larger impact on the learning out-
comes for individuals in those specific groups, it may, in practicality, not be possible 
to provide a totally differentiated approach for each type of IDD. In inclusive set-
tings, due to low numbers of individuals with specific types of IDD (e.g., Williams 
syndrome (WS), Prader-Willi syndrome (PWS)), it may not be feasible to imple-
ment etiology- specific decision-making interventions for each disorder. In addition, 
research on the efficacy of such approaches will likely be limited due to the general 
rarity of the disorders (Hodapp & Fisher, 2017). It may be worthwhile to examine 
whether interventions that have been shown to be successful for a specific type of 
IDD could benefit individuals with other types of IDD, based on certain common-
alities, such as those observed between WS and other developmental disorders, such 
as Down syndrome (DS) and ASD (Brown et al., 2003; Klein-Tasman et al., 2009). 
For example, although individuals with DS and WS differ in their reading difficul-
ties, with WS-related reading difficulties resulting from visual-spatial processing 
difficulties and DS-related reading difficulties connected to delayed phonological 
awareness and vocabulary; there is research that shows that vocabulary is a signifi-
cant longitudinal predictor of reading growth for both groups (Steele et al., 2013). 
Therefore, the Reading and Language Intervention for Children with Down 
Syndrome (2021), a targeted, evidence-based approach to support the development 
of reading and language skills in individuals with DS, might also benefit the reading 
skills of individuals with WS. For decision-making interventions, we therefore sug-
gest a focus on the overlap of certain characteristics among individuals with various 
types of IDD and that best practice for effective programming might involve devel-
oping an overall intervention approach with the option of differentiated inputs on an 
individual or small group basis.
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An effort to tailor ESCAPE to meet the needs of 12 women, who were attending 
a residential program for individuals with WS, was assessed informally in an explor-
atory pilot study (Hickson & Khemka, 2014). Individuals with WS, with mild to 
moderate ID, are known to have a distinct social-emotional and behavioral profile 
with a tendency to be overfriendly and to indiscriminately approach strangers. They 
have been described as lacking social judgment and having problems with attention 
(see Doyle et al., 2004; Dykens, 2003). Along with socio-communication difficul-
ties, they tend to face increased risk for victimization. Based on this WS profile and 
an initial series of observations and assessments conducted at the start of the pilot 
study, we identified several areas as a basis for adapting the ESCAPE curriculum to 
match key phenotype requisites. Originally designed to provide women with IDD 
with an effective repertoire of self-protective decision-making skills, ESCAPE 
offers systematic instruction in applying a stepwise strategy for decision making. 
Individual turn taking was incorporated as a compensatory strategy to address atten-
tion deficits and a tendency for individual women to dominate the discussion. It also 
served to increase the engagement of all participants. Enhancing the explicitness of 
instructions with more concrete examples helped address comprehension weak-
nesses. Adaptations to address visuospatial issues included replacing wall charts 
with individual worksheets. These modifications were incorporated into the 
ESCAPE-WS version of the curriculum (Khemka & Hickson, 2005) which was 
tailored to the specific needs of women with WS. The small group of participating 
women responded positively to the adaptations in the ESCAPE-WS curriculum, 
leading to the conclusion that the instructional implications of distinct decision-
making patterns with genetically based syndromes associated with ID merit further 
attention. Some of the adaptations made for ESCAPE-WS were subsequently incor-
porated into ESCAPE-NOW to the benefit of participants with other types of IDD 
(e.g., turn taking and individual participant binders).

Other examples of etiology-specific differentiations that could be used to support 
decision-making interventions for specific groups of individuals with IDD can be 
drawn from the phenotype patterns that have been identified for the groups. For 
instance, those with ASD may not easily show understanding of others’ emotions 
which typically requires the spontaneous, automatic encoding of socially relevant 
information. Senju et al. (2009) recommend that a comparable understanding can be 
achieved through the application of explicit verbally mediated reasoning strategies. 
For individuals with ASD, the information gathering process during decision mak-
ing can be overwhelming and time-consuming due to their tendency to analytically 
examine all available information and be overly deliberative before settling on a 
decision action (Brosnan et  al., 2016; Luke et  al., 2012; Volkmar et  al., 2005). 
Therefore, it might be helpful to plan for additional strategies that might help them 
to streamline information so that they are able to focus on the most relevant aspects 
of a decision task required to evaluate options for decision making. In interpersonal 
situations where unpredictability is a given, a satisficing tool, such as generating a 
limited number of options, might need to be added to the four-step strategy for deci-
sion making. A longer response time in decision making has been observed among 
individuals with ASD, which can be adaptive to decision making in well- reasoned, 
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analytical decision tasks. However, to meet more spontaneous, on-the- spot decision 
demands, typical of interpersonal decision situations, a self-prompting strategy for 
better allocation of time and resources might prove beneficial. The Pathways Model 
specifies different ways for approaching decision making, and although individuals 
with ASD most naturally rely on a deliberative, carefully thought-out Pathway 2, 
the model offers alternative mechanisms to decision making that can be considered 
during training to reduce rigidity in decision-making patterns and to have a wider 
repertoire of skills that can be flexibly applied depending on the situational context 
of the decision.

Research has shown that when individuals with ASD encounter quick-paced, 
unexpected social situations, they tend to search from memory for a similar experi-
ence that they can use as a model for their decision (Allman et al., 2005; Volkmar 
et  al., 2005). It is possible that decision-making training can help optimize this 
preference for lawful, predictable responses in an adaptive way to create experience 
(leading to memory) with newer more effective ways of responding. Over time, 
learned responses can serve as regularities or formalistic rules that individuals with 
ASD could rely on easily to make decisions in social environments. In this way, they 
can intuitively access expert decision responses to a situation akin to that suggested 
for Pathway 4.

The emotional involvement in decision making for individuals with ASD can be 
complex, with studies (e.g., Luke et al., 2012; Vella et al., 2018) reporting that indi-
viduals with ASD might find the overall experience of decision making overwhelming 
and exhausting, to the extent that they can get locked up under the pressures of their 
own inflexibility and overly logical thinking during decision making. Therefore, addi-
tional strategies for managing anxiety and improving organization and planning skills 
for increased attention to the decision task on hand may be required. In sum, it will be 
helpful to design training tools in ways that are consistent with the ways that are known 
to be effective for individuals with ASD. Finally, self-regulatory mechanisms and abil-
ity to exercise inhibitory controls to monitor highly emotional or affective responding 
will need to be maintained and supported during the course of decision processing.

 New Directions in Decision-Making Training and IDD

 Application to Broader Domains of Decision Making

In our research, we have tested the application of a systematic decision-making 
strategy in the context of social interpersonal situations involving some form of 
maltreatment. Although our study has been limited to social contexts, we believe 
that the decision-making strategy and tools developed in this specific context pro-
vides a generalized structure for making decisions in other domains (e.g., financial 
or medical). We conceptualize the four-step decision-making strategy as providing 
a general plan for how to simplify the demands of any decision task with serious 
long-term consequences and how to navigate a decision toward a final outcome. We 
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believe that this decision approach can be used for scaffolding decision making in 
novel situations with minor adjustments.

 Methodological Challenges in Decision-Making 
Intervention Research

Although, to date, we have consistently found significant positive treatment effects 
for our decision-making-based interventions, we acknowledge that the sample sizes 
have been small. Larger sample size evaluation studies and systematic studies 
involving more representation from diverse samples of individuals with various 
types of IDD are required to replicate and aggregate the findings across individual 
studies to establish the overall effectiveness of these interventions. In our own 
research studies evaluating the effectiveness of ESCAPE-DD or PEER-DM, the 
samples have largely included participants across a broad range of classifications 
within the overall categories of ID and IDD. Participants with ADHD, or those hav-
ing singular disorders within IDD (e.g., PWS) have rarely been included in interper-
sonal decision-making program development and evaluation studies. Effective 
program development for them will require in-depth needs assessment and adapta-
tions to existing program components based on the specific training requirements of 
these individual disability groups.

In addition, the outcomes of our intervention studies have been associated with 
indirect measures (e.g., knowledge about peer pressure, defining a problem, sug-
gesting a decision action for a protagonist in a hypothetical situation) rather than 
direct measures (e.g., frequency of attempts to stop victimization). Future research 
must develop measures of real-life outcomes associated with the decision-making 
interventions, to establish their effectiveness in improving decision outcomes in 
real-life situations.

 Future Areas of Decision-Making Intervention Research

In establishing evidence-based practices for improving decision making among 
individuals with ASD and ID, it is essential that we also consider secondary and 
tertiary conditions (e.g., comorbidities) in that these conditions can have a measur-
able impact on how the disability manifests itself over time and interacts with the 
efficacy of any treatment. Therefore, best practices across fields (e.g., personality/
behavior management and mental health services) might need to be combined with 
any decision-making training efforts to address all aspects of an individual’s func-
tioning to accomplish the most effective life outcomes for them.

In line with this emphasis, future interventions should further explore the role of 
emotions in decision making, since emotions connect with the psychobiological 
nature of the many different groups within IDD. Although we commonly relegate 
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the primary function of emotion to be a direct cause of behavior (e.g., as in the emo-
tion of fear causing fleeing), there is evidence that (see Baumeister et  al., 2007) 
emotion also influences behavior indirectly via a feedback system. Emotional states 
promote (or deter) future behavior by providing feedback and appraisal of actions. 
Rapid, automatic affective responses due to the intensity of the emotional experi-
ence inform cognitive and behavioral choices to create a strong memory to guide 
future decisions. The automatic affective responses in a decision situation might 
remind the person of past emotional outcomes and provide useful guides as to what 
emotional outcomes may be anticipated in the present, thereby creating a feedback 
cycle. Drawing from such emotional inputs, motivational efforts are impacted, fos-
tering strong interdependence between these factors during decision making. This 
impact of experience on decision competencies has been identified by Bruine de 
Bruin et al. (2020) as an important variable in how decisions are remembered or 
become automatic over time with more experience.

Many of the training efforts in decision making have involved individuals with 
mild to moderate levels of ID. However, decision-making skills would be important 
intervention aims for individuals with IDD who have severe to profound intellectual 
disability (S/PID). Decision-making interventions that may improve decision mak-
ing skills in this population will need to include a focus on communication and 
behavioral skills, along with more structured teaching interventions and accommo-
dations to address the developmental performance levels of the individuals.

The four-step decision-making strategy that has been key to our intervention 
work has had a focus on improving decision-making preparedness of individuals 
with IDD in situations involving different forms of maltreatment. However, the 
decision-making strategy provides a generalized plan for systematically teaching a 
decision-making process and related skills for situations with serious consequences. 
The strategy addresses the overall needs of any deliberate, effortful decision- making 
process, including planning (cognitive and metacognitive structures), personal 
resources (emotional and motivational resources), and a range of executive func-
tions, including self-regulation. The situational context can be easily extended to 
other novel decision-making tasks or situations, and future research should examine 
the effectiveness of this approach in different domains of decision making.

Given that much of the time people make decisions by routine, habit, or auto-
matic processes (Kay, 2002), it is our belief that exposure to deliberative, strategy- 
based training in decision making will provide effective tools to individuals with 
IDD, so that if they are not able to apply a deliberative decision-making process, 
they will proceed with intuitive decision responding in a more cautious and con-
trolled manner. This view has most relevance for individuals, such as those with 
ADHD and similar disorders, for whom difficulties with executive function, impulse 
control, and/or elevated anxiety can lead them to more impulsive or hasty forms of 
decision responding. More research from a neurodevelopmental perspective is 
needed to investigate which pathways of our Pathways Model are likely to be more 
adaptive for a particular type of IDD and which resources need to be developed to 
best individualize training and experience within the broad parameters of the 
Pathways Model to maximize individual decision outcomes.
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We are aware that although most of our decision-making training efforts have 
focused on preparing individuals with IDD to effectively handle situations of coercion 
or abuse, there is need to extend decision-making training to focus on building posi-
tive, healthy emotional and motivational states that promote prosocial behaviors and 
adaptive social functioning and adjustment. This is in accord with Fredrickson’s 
(2001) notion of the positive psychology of emotions, whereby the experience of posi-
tive emotions can enable individuals to broaden their momentary thought-action rep-
ertoires and establish positive affective states that over time increase one’s physical 
and psychological resources toward personal well-being. Experiences of positive 
affect, also according to Isen (1990), produces a “broad, flexible cognitive organiza-
tion and ability to integrate diverse material” (p. 89), resulting in thought patterns that 
allocate broader resources to functions of attention, cognition, and action. From a 
decision-making perspective, such psychological (and resulting social) growth can be 
fundamental in improving cognitive and intrinsic motivation when engaged in 
decision- making activities and the ability to endure through difficult decisions.

 Conclusion

Our concerted efforts at exploring evidence-based strategies and supports to improve 
the decision-making capabilities of individuals with IDD have resulted in significant 
progress in our overall understanding of decision making in individuals with IDD and 
the development of the Pathways Model of Decision Processing to serve as a useful 
explanatory framework for the study of decision making for this group. Although 
much progress has been made in understanding the nature of decision-making pro-
cesses for both adolescents and adults with IDD, the emphasis on training and skills 
development for improved decision making is still nascent. Research substantiates the 
multidimensional and complex nature of decision making among those with IDD, 
with influences of underlying mechanisms spanning cognitive, motivational, and 
emotional factors across different types of decision tasks. The range of these underly-
ing mechanisms and the extent to which these factors differentially impact different 
types of IDD needs further investigation. Growing understanding of these aspects of 
decision processing will provide a more informed basis for designing differentiated 
decision-making interventions in the future and support improved training outcomes 
by considering the full breadth of difficulties posed by the different types of IDD in 
response to different types of decision-making situations.

Empirical evidence for the effectiveness of decision making-based curricula in 
improving knowledge and decision-making skills of adults and adolescents with 
IDD as summarized in this chapter points to the possibility of narrowing ability- 
related differences in decision making over time for this group. In recognizing the 
critical role of decision making, especially in the social context for preventing mal-
treatment, we advocate for continuing research for the advancement and evaluation 
of decision-making strategies for strengthening the interpersonal decision-making 
skills of individuals with IDD.
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To conclude, it is well recognized that individuals with IDD must make signifi-
cant life decisions as they navigate interpersonal situations with family members, 
friends, romantic partners, coworkers, and people in their communities. Indeed, the 
ability to manage personal and interpersonal affairs partly defines what it means to 
function as an adult in our society. Research examined in this chapter validates 
strategies to better understand and strengthen interpersonal decision making and 
offers ways to enable people with IDD to have personal agency of choice and con-
trol in their lives. We believe that enabling them to acquire a repertoire of effective 
independent interpersonal decision-making skills can provide them with a powerful 
tool for building positive, satisfying friendships and intimate relationships as well 
as for ensuring their own personal safety and preventing harm. With continuing 
development of effective evidence-based interventions, and their successful transla-
tion into practice, increases in the capabilities of individuals with IDD that allow 
them to be more independent and effective in their daily decision making are 
imminent.
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Chapter 23
Decision Making and Intellectual and 
Developmental Disabilities: Future 
Directions for Research and Practice

Ishita Khemka

Viewing decision making as a natural part of the life experience of individuals with 
intellectual and developmental disabilities (IDD) promotes positive psychology and 
a path forward to their full participation and self-determination as envisioned in the 
UN Convention on the Rights of Persons with Disabilities (CRPD) (UN General 
Assembly, 2007). Over the past year, as this edited volume was taking shape, indi-
viduals with IDD have faced extraordinarily challenging times in response to the 
global pandemic of COVID-19 and a divisive national election in the United States. 
This has brought to the forefront their legal right to protect and advocate for self- 
directed decision-making participation in every aspect of life as endorsed by Article 
12 of the CRPD. In the context of the COVID-19 pandemic, decisions to access safe 
care, supports, and services, many with serious and long-term consequences, have 
had to be made swiftly. The disproportionate burden of the pandemic on people with 
IDD (Nygren & Lulinski, 2020) has stimulated inquiry and thought in the disability 
field, with efforts to safeguard their decision-making rights being paramount. 
According to Luckasson and Schalock (2020), “The COVID-19 pandemic is the 
recent example of a crisis that places people with IDD at risk for lopsided societal 
reactions and threats to them or their wellbeing” (p. 1). During the same time period, 
many individuals with IDD marched the streets nationwide in support of the Black 
Lives Matter Movement in the United States, leading up to their actively petitioning 
in large numbers to exercise their right to vote in the 2020 National Elections, secur-
ing their voice to have a choice and establish personal agency.

It is in response to these life events that individuals with IDD have recently wit-
nessed the integral role of their independent and supported decision-making rights 
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and the impact of their informed choices in determining outcomes relating to their 
inclusion, equity, and personal freedom. They have also seen that these rights are 
not always guaranteed and that they can be diverted to others (through substitute 
decision making) or their rights can be maintained with additional supports, espe-
cially in times of crises and major life events. In this context we remind ourselves to 
continue to value and uphold the principles of the CRPD and to find a balanced 
approach to decision making, in keeping with the will and preferences of individu-
als with disabilities. It pushes us, as a field, to examine our stance for how to inter-
pret the procedural safeguards required to protect the legal capacity rights of all 
persons with disabilities as outlined in the CRPD and how best to allocate our 
resources and efforts toward training and support building to better prepare to 
adhere to the mandates.

The coming together of this volume to provoke a thoughtful discussion on fac-
tors that facilitate or impede the realization of the decision-making rights of indi-
viduals with IDD, while recognizing the importance of the interaction between a 
person and their context, could not have been more timely. The global sharing of 
ideas and concepts in this volume, from research to best practices that examine 
individual characteristics and environments for the purpose of improving the 
decision- making capacity of individuals with IDD, offers a meaningful opportunity 
to further reflect upon and align to the principles of the CRPD.

Our (Khemka & Hickson) efforts have been directed toward presenting far- 
reaching insights based on the findings of decision-making research with individu-
als with IDD, which we recognize to be a fast-moving field where much exciting 
progress has been made in recent years. Here, we draw attention to topics that were 
not covered in the volume but deserve consideration in future discussions, both in 
research and practice. The first part of this chapter extends the thinking on a few 
topics covered in the volume to feature certain important implications for practice. 
Next, future areas for research are identified that have the potential to strengthen our 
understanding of the decision-making processes of individuals with IDD and to 
inform the further development of evidence-based approaches for training and for 
the identification of needed supports.

 Implications for Practice

 Decision-Making Models

Although supported decision making is well on its way to becoming an effective 
and recognized practice as a less restrictive alternative to guardianship arrange-
ments (see Shogren et  al., 2019), there is still limited empirical research on the 
challenges and practical strategies for providing decision supports, including train-
ing and monitoring of the roles of decision supporters, both formal and informal. 
Bigby and Douglas (2020) call for a closer look at the availability of capacity build-
ing resources for both supporters and those whom they support. Empirically vali-
dated practices for providing support for decision making are just beginning to 
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emerge, and continued evaluation of provisions for supported decision making and 
similar arrangements is essential (Browning et al., 2020). Wehmeyer, Shogren et al., 
and Bigby and Douglas in this volume provide a strong foundation for understand-
ing supported decision-making models, both as theory and in application. Their 
chapters set forth valuable next steps to defining systems for assessing and planning 
environments and supports for individuals with IDD across a wide range of 
functioning.

We value the freedom of individuals with IDD to always make decisions on their 
own, even decisions that might result in adverse consequences. In keeping with 
Perske’s (1972) notion of dignity of risk, we contend that the underlying assumption 
when measuring a person’s decision capacity should be one of full independence 
with complete control over their personal agency. Research and practice should be 
centered on this right.

In building capacity for independent decision making, we have directed our 
efforts in research and practice to focus on the development of self-initiated, inde-
pendent decision-making skills, free from other dependence, in the context of 
interpersonal and social situations involving a potential threat of coercion or abuse. 
The Pathways Model of Decision Processing, updated by Khemka in Chapter 6 in 
this volume, captures our current theoretical understanding of decision making, 
and interrelated influences in persons with IDD, and has applicability in research 
and practice across the lifespan. We encourage researchers to consider the compo-
nents outlined in the Pathways Model in future studies of decision making by indi-
viduals with IDD. We believe the Pathways Model represents a promising avenue 
to understanding the various mechanisms underpinning the different forms of deci-
sion processing and that it can be applied to disentangle the intricate mechanisms 
as a basis for further interventions. By focusing on differentiated training and sup-
port, it promotes an individual differences approach to examining decision-making 
competency.

The development of validated measures to assess decision-making functioning 
and the outcomes of effective evidence-based training programs in persons with 
IDD have been slow, and additional research in this area is a priority. Further, we 
note that there is a gap in our understanding of how decision performance that is 
typically measured on artificial or hypothetical decision tasks in controlled environ-
ments, will translate into how people make decisions in their own lives. Although 
many decision tasks in research have begun to include simulations of real-life situ-
ations, measurement of decision making in vivo or in naturalized settings is remark-
ably low. Significant challenges in research design and methodology exist across 
studies, particularly in social, interpersonal decision situations. New research must 
find ways to strengthen the research methodologies for assessing decision-making- 
performance in real-life settings. Uher et al. in this volume summarize current work 
in this direction and reflect on the challenges of conducting naturalistic studies of 
decision making. It is also essential to conduct model demonstration and field 
implementation studies to help translate research into practice more effectively and 
to render intervention studies pertinent to improving real-world decision outcomes.

We recognize that along with greater emphases on supported and independent 
decision making, there will still need to be, as an exception to the norm, options 
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available for individuals with IDD who may need some assistance with their deci-
sion making. Therefore, continuing guidance and education in the form of shared 
decision making as a collaborative partnership model, or, in extreme cases, involv-
ing a substitute decision-maker, must proceed with the best research evidence and 
in keeping with the rights and preferences of the individual.

 Developmental View of Independent Decision Making

Making competent decisions is predictive of better real-life outcomes. In the gen-
eral decision-making literature, higher overall decision-making competence has 
been consistently associated with fewer negative life outcomes, such as juvenile 
delinquency and drug use (Parker & Fischhoff, 2005) and health problems and 
bankruptcy (see Bruine de Bruin et al., 2007). Moreover, Weller et al. (2015) dem-
onstrate that poor decision scores at the age of 10–11 years predicted interpersonal 
problems 2 years later. Such evidence compels us to adopt a lifespan view in iden-
tifying best practices to support improvements in decision-making abilities of indi-
viduals with IDD in natural settings. Murphy and Clare and Clare and Murphy in 
this volume use real-life accounts and court case studies to illustrate the role of 
individual and contextual factors in determining decision outcomes for individuals 
with ID in situations that involve complex understandings of cause and conse-
quences of actions, such as during financial decision making or in navigating the 
criminal justice system.

In this volume, we chose to focus on adolescents and adults with IDD as most 
extant literature in decision making and IDD pertains to these age groups, including 
our own research. As in the general literature, many studies involving adolescents 
and young adults examine decision making in the context of heightened risk-taking 
and reward seeking, characteristic of this developmental period. There is a high 
focus on decision making and self-determination for individuals with IDD as they 
make the difficult transition to adulthood and engage in a host of decisions in areas 
pertaining to living, education, employment, etc. Mello and Sanderson in this vol-
ume have provided helpful insights into specific training needs during this period of 
transition. Transition to adolescence, and subsequently adulthood, requires naviga-
tion of varied social interpersonal environments, with an increasing need to stay 
protected from negative peer influences and threats of coercion or social victimiza-
tion. Several chapters in this volume (Bexkens & Mueller; Hickson & Khemka; 
Petitpierre & Tabin) address issues of vulnerability to victimization in youth and 
adults with IDD, from a decision-making perspective, and advance new ideas for 
assessment and training that will be significant for consideration in future research. 
The adolescent period is a particularly crucial period in which regulatory skills 
required for social decision making are highly malleable to change via intervention 
during this time (Blakemore & Robbins, 2012). Furthermore, mental illness com-
monly has its onset during adolescence (Merikangas et al., 2010) and is likely to 
affect the development of decision making.
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A longitudinal view to the development of adaptive decision-making attitudes 
and behaviors will help elucidate the mechanisms by which individuals with IDD 
can be supported from an early age to make successful transitions through the main 
developmental periods. This ascribes a positive psychology perspective to their 
roles and responsibilities in making decisions on their own that is normalized from 
the start. Our review also highlights the need for future work to identify crucial 
periods where persons with IDD diverge from their typically developing peers in the 
ability to make appropriate, long-term decisions and to build in more effective sup-
ports and training at those critical developmental points.

 New Research Directions

 Lifespan View of Decision Making

One of the key deterrents to people with IDD making decisions is the extent to 
which they have been previously denied the opportunity to make important deci-
sions. As a result, we assert that making choices and decisions and becoming self- 
determining constitutes a sociocultural learning process with which an individual 
with IDD should be naturally involved from childhood. This requires a shift in cul-
tural attitudes toward greater involvement and participation of individuals with IDD 
in independent decision making from an early age. We encourage readers to be 
more aware of childhood protective and risk factors that define early experiences 
with decision making for individuals with IDD that impact development of cogni-
tive and executive functions and internal perceptions of control and self-determined 
independent decision making across their lifespan. To that effect, we propose atten-
tion to longitudinal studies that examine growth in decision-making processes and 
address the cognitive, psychosocial, and neurobiological features of development in 
IDD, across the lifespan of the individual, but especially from childhood to 
adolescence.

 Impact of Comorbidities on Decision Making

Although delayed development and marked deficits in intellectual functioning are 
the most pervasive problems posed by intellectual disability (ID), research indicates 
that comorbid problems occur at high rates for individuals with ID as a subset within 
the larger IDD group. These difficulties could include challenging behaviors, men-
tal health problems, health conditions, and other developmental disabilities (Matson 
& Cervantes, 2013). Although estimates vary, as many as 40% of individuals with 
ID could also have ASD, indicating that ASD is a common comorbidity with ID, 
discussed in more detail in the next section (La Malfa et al., 2004). Because of the 
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considerable overlap of comorbid problems and with the presence of neuropsychi-
atric conditions, many individuals with ID are severely restricted in their language, 
communication, and social abilities. They may require extensive medical care, psy-
chological services, or mental health supports to address their complex needs. As a 
result, opportunities for decision making in their daily lives might be restricted, and 
they may not have the necessary skills to engage in planful decision making. Given 
such unique needs, we posit that general programs designed for individuals with ID 
(or ASD) might not be sufficient to address the complexity of their needs (Wilkins 
& Matson, 2009) and that some overlap with mental health or psychiatric supports 
might be necessary in the design of future decision-making programs. Therefore, 
the study of comorbid conditions among persons with ID and their impact on deci-
sion making deserves more direct attention in future research.

High prevalence of psychiatric comorbidities (e.g., anxiety, obsessive compul-
sive disorder, self-harm) are also associated with ASD and ADHD (Ohnishi et al., 
2019; Romero et al., 2016). In a recent volume by Bertelli et al. (2021) on the diag-
nosis and treatment of psychiatric conditions in people with ID/ASD, we can gain 
important insights into the specificities of psychiatric disorders (as well co- occurring 
behavioral syndromes, personality disorders, and disorders due to psychoactive 
substance use) in the context of ID/ASD and how best to meet the exact needs of 
these individuals. Adams and Malone and Komeda in this volume highlight the 
progress that they have made in their research to examine the role of anxiety in deci-
sion making by individuals with ASD. In summary, a conceptual understanding of 
how mental illness impacts decision making (see Cáceda et al., 2014, for a review 
for the general population) in individuals with IDD could provide useful informa-
tion in understanding decision-making patterns and for future investigations of 
decision-making interventions that also focus on improvements in mental well- 
being and overall quality of life outcomes.

 Etiological Understanding of Decision Making and ID/IDD

Recent conceptualizations of ID (Bertelli et al., 2018; Schalock et al., 2021) support 
a model of intelligence that goes beyond the diagnostic criteria of measuring ability 
by IQ tests, to assessing levels of individual impairment in terms of executive and 
specific cognitive functions that provide an individual profile of deficits in learning 
and adaptive functioning. Such an approach allows for better identification of spe-
cific cognitive functions and adaptive capacities that relate closely to decision- 
making functioning and to a more precise measurement of functions or processes 
that are malleable and can be targeted for improvement. This perspective also sup-
ports considering aspects of intelligence, such as risk unawareness and general 
commonsense abilities in handling everyday situations (see Greenspan, in this vol-
ume), that are more directly relevant to the study of decision making in individuals 

I. Khemka



549

with ID, than a measure of cognitive ability in general. Decision making in indi-
viduals with ID, as illustrated in this volume, is inextricably associated with a range 
of distinct but related processes in the cognitive and noncognitive domains, as well 
as regulatory mechanisms. With the robust influence of etiology on the specific 
nature of difficulties in decision making of individuals with ID, focusing on indi-
vidual profiles of decision functioning in light of etiological underpinnings is neces-
sary. The chapter by Goscicki et al. in this volume pushes this thinking forward and 
explores the impact of specific etiologies.

Advances in genetics are rapidly transforming how we look at the classification 
and diagnostic categories of individuals with IDD, with a greater emphasis on the 
high rates of comorbidity and phenotypic overlap among the diagnostic categories 
due to shared genetic and environmental risk factors. Morris-Rosendahl and Crocq 
(2020) have proposed considering a genetic neurodevelopmental continuum and 
reason that “Thus, childhood neurodevelopmental disorders (ID, ASD, ADHD) and 
adult psychiatric disorders (including both bipolar disorder (BPD) and schizophre-
nia) could better be conceptualized as lying on an etiological and neurodevelopmen-
tal continuum, rather than being defined as discrete entities” (p.  90). This 
genotype-first approach for examining individual characteristics at the etiological 
level will necessitate looking more closely at similarities among the different 
groups, at the same time identifying needs that might be unique to specific groups. 
Lyon et al. and Levin et al. in this volume offer extensive reviews of their original 
research examining decision making in individuals with ADHD and ASD, respec-
tively, applying cognitive science and individual difference perspectives and high-
lighting critical areas for future research.

As a result, the future study of decision making in individuals with IDD will 
need to keep pace with such new thinking, especially in the design of intervention 
methods for improving decision making. Training methods will perhaps need to be 
developed so that the strategies precisely address the shared underlying neurodevel-
opmental features and therefore may be applicable more easily across diagnostic 
groups on the neurodevelopmental continuum. As needed, additional inputs could 
be considered for personalizing to individual needs. These advances might be fruit-
ful in identifying etiology-specific profiles of strengths and weaknesses underlying 
decision-making development that can be critical for forward planning of interven-
tion strategies based on detailed knowledge of specific causes and mechanisms. We 
therefore underline the importance of cross-categorical, longitudinal research with 
individuals with IDD which can help elucidate the impact of all levels of develop-
ment on individual decision-making functioning. Difficulties with decision making 
have been described as a key concept in understanding neurodevelopmental disor-
ders, including ASD (Mussey et al., 2015). As we better understand the neural and 
cognitive mechanisms of decision making, there is also the potential to improve the 
diagnosis and treatment of these disorders (Lee, 2013).
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 Expanding Decision-Making Efforts to Include Individuals 
with Severe Disabilities

Largely excluded from research studies are individuals (including those with ASD) 
who have severe to profound intellectual disability (S/PID). This group deserves 
priority in future research with a focused need on addressing communication and 
behavioral skills as part of developing decision-making competency. In the continu-
ing debate over notions of capacity and competence for individuals with severe and 
multiple disabilities with communication challenges, important insights for 
researchers on how to re-conceptualize access to communication and capacity 
building for greater decision-making possibilities are of value (e.g., Dee-Price et al., 
2021; McNaughton et al., 2019). As Dee-Price (2020) claims “Fundamental to all of 
these features is a deeper re-conceptualizing of inclusive research to disrupt under-
lying concepts of people who ‘can’ and ‘cannot’ communicate. Research itself must 
explore notions of its own capacity and competence; to challenge its ability to shape 
ethics and standards to accommodate the ‘voices’ of people who communicate out-
side the status quo” (p. 141). The CRPD also emphasized “the freedom to seek, 
receive and impart information and ideas on an equal basis with others and through 
all forms of communication of their choice” (art. 21, para. 1, UN General 
Assembly,  2007). We therefore urge that new methods for promoting inclusive 
research, assessment, and valid and effective decision-making strategies for indi-
viduals with severe needs and communication differences be more responsive to 
and leverage new communication modes and assistive technology tools, including 
development of apps, smart phone-supported adaptive devices, and the evolving 
social media.

 Aging and Decision Making

People with IDD are now living longer and are increasingly at risk of serious health 
conditions (Pimlott, 2019). The development of long-term medical and end-of-life 
plans, either at elder care facilities or within the family, has traditionally not included 
individuals with IDD, especially those having more complex needs and severe 
IDD. Decision making at end of life relates to many important decisions that define 
the overall quality of life experienced by individuals with IDD, ranging from medi-
cal issues to funeral planning, self-care, recreation, and level of engagement with 
friends and family (Bischoff et al., 2013). Such decisions are complex, and lack of 
a consistent approach to determining capacity makes the involvement of individuals 
with IDD in their own end-of-life decision-making process relatively sparse 
(Kirkendall et al., 2017). Research studies and anecdotal evidence have shown that 
elder individuals with IDD can successfully understand and consent to participate in 
healthcare decision making. By proactively supporting this process, community and 
healthcare settings may be able to directly facilitate more contribution from 
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individuals with IDD, therefore better meeting the goal of person-centered support. 
Sullivan et al. (2019 and in this volume) offer some important research perspectives 
on the development of skills and supports to engage individuals with IDD in deci-
sions relating to health, medical consent to procedures, and end-of-life decisions. 
We refer readers to significant research that has emerged in recent years on how to 
effectively assess and navigate end-of-life decision making with people with IDD 
(see Watson et al., 2017). Kirkendall et al. (2017) advocate for earlier discussions 
about end-of-life planning among individuals with ID before the onset of a life- 
limiting medical situation. In addition, new research on aspects of aging and its 
impact on decision-making competency open new frontiers for research and support 
building for elder populations with IDD. Bruine de Bruin et al. (2020) propose that 
age-related declines in fluid intelligence which impact decision-making ability 
could be counteracted by noncognitive factors such as emotion regulation and 
experience- dependent improvements in decision making. These theoretical advances 
carry promise for making progress in training and therapeutic approaches for sup-
porting older adults with IDD. The 12th Edition of the AAIDD Manual provides an 
updated discussion on these components of intelligence for individuals with ID 
(Schalock et al., 2021).

 Defining Capacity and Decision-Making Competency

We propose that future research around decision making should utilize a clearer, 
more consistent definition of decision making as a process or skill set that is distinct 
and not overlapping with other related functions such as choice making, problem- 
solving, social functioning, etc. Although decision making is a key component of 
self-determination, we often find the two terms used interchangeably. Research 
studies have also included aspects of decision making within a broad range of social 
skills (e.g., Boujarwah et al., 2010), and a few have used the term decision making 
imprecisely, making it difficult to draw clear conclusions from this body of work. 
Therefore, well-defined measures of decision-making functioning are needed. The 
Decision-Making Competency Scale (see Bruine de Bruin et al., 2007) in the gen-
eral domain could provide a model to consider for future assessments for individu-
als with IDD. Hickson and Khemka in this volume provide some insight on 
developing assessment tools with examples from their own research work. Assessing 
decision making in individuals with IDD will require greater conceptual clarity and 
communication of the terms that assess different dimensions of decision making – 
capacity, capability, and performance in decision making. Capacity is a measure of 
a person’s overall ability and available resources (or those that can be accessed) for 
decision making, while capability, or competency, generally refers to the skills and 
knowledge required for a particular decision task. Decision performance on the 
other hand is a measure of actual functioning and indicates how well a person 
decides in her/his environment, based on given criteria for effective decision 
 making. Assessing and defining these interrelated concepts in decision-making 
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measurement is a specific area worthy of more research and collaboration across 
different domains/sectors (e.g., healthcare, legal). By examining the influences of 
culture and diversity on aspects of decision making for individuals with IDD, 
Vanegas et al. in this volume have moved the research forward in acknowledging 
culture to be a vital part of an individual’s social-ecological system.

One of the many complex aspects of establishing capacity for decision making 
stems from the fact that competencies that define capacity to make decisions may 
not be uniform – variations may exist even for a given individual, depending on the 
setting or context of the decision to be made. Further, capacity for decision making 
is not a static indicator of functioning and can change over time and under condi-
tions of decision making (e.g., time, certainty, level of support). The fact that an 
individual is unable to make some decisions does not mean that she/he is unable to 
make any decisions. Therefore, presumptive ideas of limited capacity based on type 
and extent of a person’s disability should be challenged, and whether training for 
independent decision making is necessary and appropriate should be determined by 
an assessment of the type of decision to be made.

The principle of legal capacity in the CRPD provides a direct path to all people 
with disabilities to make their own decisions in all domains of life while simultane-
ously obligating society to provide for the highest level of accommodations and 
appropriate supports to facilitate a person’s legal right to autonomous decision mak-
ing. However, controversy exists in how this legal right gets exercised when an 
individual is determined to have limited mental capacity due to an impairment or 
disturbance that severely restricts their ability to participate in decision making. In 
such specific situations, facilitators or substitutes most able to safeguard the rights 
and preferences of the person will need to get involved in decision making with the 
individual with IDD and in keeping with protecting the individual’s right as per the 
principles of the CRPD. More clarity is needed in how these determinations are to 
be made and in defining and measuring mental capacity from the viewpoint of skills 
development. Strengths-based conceptualizations and research are necessary to 
investigate how these determinations are to be proportional and tailored to an indi-
vidual’s circumstances and level of decision-making competencies.

 Conclusion

This volume connotes much enthusiasm and support for the future of decision- 
making research and practice in the field of IDD, backed by many new legislative 
and social changes globally in the direction of increased opportunities and supports 
for favorable long-term decision-making outcomes. However, since opportunities to 
promote decision making have been somewhat limited by the lack of a practical 
understanding of how to include individuals with IDD, the components that are 
necessary to increase availability of decision opportunities need to be more clearly 
articulated. We propose that implementation of best practices for promoting deci-
sion making, as supported in current research and self-advocacy and deliberated in 
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this volume, will require substantial commitment and growth in funding, training, 
and policy at the grassroots and national level, along with continued involvement, 
training, and support by different stakeholders in the lives of individuals with 
IDD. Burke et al. in this volume emphasize the role of supporters within the family, 
primarily siblings and parents, and outline the structures of natural supports that 
could help facilitate beneficial arrangements for both the individual with IDD and 
his/her family while navigating minor and major life decisions. Long-term progress 
will require continuing supportive policy and law reform toward greater self-deter-
mination and decision-making independence that necessitates more economic free-
dom and financial protection, including more options for independent housing, 
employment, etc. In all, the environmental barriers and gaps in services and sup-
ports, if not monitored, can undermine the progress and benefits of increased deci-
sion making and personal agency acquired by individuals with IDD. Further, we 
note that most research and guidance for improving decision making among indi-
viduals with IDD has involved the work of professionals, service providers, or 
guardians/family members; real progress will require individuals with IDD them-
selves taking more charge of what the future holds for them while integrating 
research and policy work. This is consistent with the widespread acceptance of the 
CRPD rights afforded to individuals with IDD to take greater leadership and control 
in all aspects of their lives, including inclusive research (see Jones et  al., 2020; 
Nind, 2011). According to Johnson (2009), “Underlying each of these articles is the 
common theme of increased power and active participation by people with disabili-
ties in their societies” (p. 251).

The concept of capacity varies globally, presenting the need for having more 
uniformity and clarity in definitions across cultures, systems, and countries. We 
have tried to provide a comprehensive overview of the complexity and diversity of 
decision making and related issues for individuals with IDD as a strong foundation 
to future research, with contributions from some of the most outstanding scholars in 
the field globally. With diverse perspectives on how to approach the study of deci-
sion making presented by a worldwide (Australia, Canada, Japan, Netherlands, 
Switzerland, United Kingdom, United States) group of contributors, we intend for 
this volume to offer an up-to-date survey of research in the field of decision making 
and IDD by applying the best theories and research methods available. We recog-
nize and appreciate the similarities (and differences) in the efforts and changes hap-
pening worldwide, especially in keeping with Article 12, CRPD. We urge that there 
be more discussions and critical examination of international progress made in 
research, policy, and law reform toward the success of Article 12. It is essential to 
include representation from countries (e.g., in Asia, Africa, South and Central 
America) where the overall systems of supports and services for individuals with 
disabilities might be generally under-resourced and restricted in opportunities for 
decision making.

In closing, we would like to extend our sincere thanks to series editors Michael 
Wehmeyer and Karrie Shogren for the opportunity to reflect upon our research in 
decision making and IDD conducted over the past two decades and to bring together 
this important work on decision making by renowned researchers from across the 
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globe in this edited volume. Their vision on positive psychology has emerged as a 
unifying theme in this volume and underlies the various perspectives shared in the 
volume on how best to advance and support decision-making participation of indi-
viduals with IDD in all areas of life. The volume demonstrates that there already has 
been a noticeable shift in the field of decision-making research toward valuing a 
culture of positive psychology and strengths-based considerations, by the extensive 
application of the social-ecological model seen throughout the volume in under-
standing and assessing the decision-making experiences of individuals with 
IDD. Further, the chapters together are a measure of the important progress that has 
been achieved in the understanding of evidence-based practices and supports for 
improving decision-making outcomes and psychological well-being of individuals 
with IDD.  It moves the field considerably forward in being able to interpret and 
articulate the need for effective actions and systems for the full realization of the 
principles set forth in the CRPD, a recurring theme in this volume. We hope the 
volume will propel a deeper understanding of decision making in individuals with 
IDD and will serve as a comprehensive guide for both researchers and practitioners 
to build on the progress made and tackle many of the gaps and challenges that remain.

We thank all chapter authors for their outstanding contributions and hard work in 
preparing their chapters to best align with our overall vision for the volume. The 
research, the ideas, and the suggestions for ongoing inquiry around effective deci-
sion making presented in this volume are a direct result of their expertise and dedi-
cation to decision-making research for individuals with IDD.  We express deep 
gratitude to them and look forward to continuing this research in close collabora-
tion. Importantly, we recognize that the thinking, writing, and decision making has 
all happened during this unprecedented challenging time of the global pandemic, 
and for that we are ever so grateful to our contributors for their time, effort, and 
determination to work with us and to see us through to the completion of this vol-
ume. We also acknowledge the loss of many lives of individuals with IDD in our 
societies during this time and, personally, the passing away of our two good friends 
Aikaterini Chatzistyli and Gay Culverhouse who cared deeply for people with dis-
abilities and played significant roles in contributing to our research work. To them, 
we dedicate this volume.
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